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ABSTRACT

Introduction: Maternal alcohol consumption during pregnancy can result to birth defects, which may

be developmental, intellectual and physical. Fetal alcohol spectrum disorder (FASD) is a term used to
describe an array of disorders related to alcohol consumption during pregnancy. FASD is a severe
public health problem globally, with South Africa having the highest prevalence (29 to 290 per 1000
live births). What makes the FASD problem severe in the country is rife of maternal risk factors and
widespread binge drinking during pregnancy. There is no policy specifically addressing FASD despite
being pervasive in South Africa. Government programmes to prevent and manage FASD remain
limited and fragmental across relevant departments. Herein, we aimed to conduct a multi-method study
with a modified Delphi approach to developing a guideline to inform the development of a

comprehensive and multi-sectoral policy-for-the prevention.and management of FASD.

Method and analysis: We used a modified version of the World Health Organization’s approach to
guideline development in three phases.-in-phase 1,-we conducted: four different studies to design the
initial guideline prototype. The studiestinclude an in-depth interview with policymakers and a focus
group with relevant service providers-on policy requirements for FASD, a document review of policies
on FASD and a scoping review of various interventions employed for the prevention and management
of FASD. The second phase involved using the initially developed guideline prototype to engage with
the local and international experts on FASD for improvement on the content. In the third phase, we
refined the prototype using a modified Delphi approach. Framework method and content analysis were
used to analyse the qualitative data while the Statistical Package for Social Science (SPSS) software

was used to analyse the quantitative data.

Results: Our findings revealed there is no specific policy for the prevention and management of FASD

in South Africa. However, clauses exist in other related policy documents that could be attributed to

Xiii



the prevention and management of FASD. We discovered there are effective interventions for the
prevention and management of FASD, but they are unevenly distributed among countries. We
identified current practices such as general services for women and screening, identification,
assessment, and support for children. In addition, we identified policy requirements such as
streamlined programmes for the prevention and management of FASD, broad-based preventive
awareness programmes, training and support for parents and caregivers. Furthermore, our guideline
suggests that FASD policy should be collaborative, holistic, evidence-based and multi-sectoral. We
also found 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 FASD policy.

Conclusion: The persistent rise in the prevalence of FASD and the lack of a specific policy call for a
decolonisation of policy discourse to tackle FASD 'in a holistic manner. Development of a multi-
sectoral policy could be one of the panaceas to minimise the devastating effects of FASD considering
the importance of a policy document. Therefore, our guideline has the potential to assist the
policymakers and service providers to develop a multi-sectoral policy for the prevention and

management of FASD in South Africa and beyond.
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STUDY OVERVIEW

This study is presented in four sections and seven chapters.

Section |

Section 1 consists of only one chapter, which was based on the proposal for the research. The title
for this section is: A Modified Delphi study towards developing a guideline to inform policy on Fetal

Alcohol Spectrum Disorders in South Africa: A study protocol.

The chapter is available from pages 6 t0-32-in-this-document.- The phenomenon of FASD and the
significance for conducting the research are initially discussed followed by the aim of the research,
which was: To develop a guideline for policy on the prevention and management of FASD in South

Africa.

The objectives to reach the aim included:

e To review policies and their contents on FASD in South Africa;

e To explore and describe the content of FASD policies from the perspective of policymakers;

e To provide an update on the interventions on FASD internationally and in South Africa;

e To explore and describe the perspectives of service providers involved in the implementation of

identified FASD intervention activities;

e To apply the Delphi technique to guide the development of guidelines for an integrated policy on

FASD for the South African context.



Section 11

Section 2 consists of four chapters (chapters 2, 3, 4, 5), which focused on objectives 1-4.

11.1 Chapter Two

Chapter two is titled: Exploring service providers’ perspectives on the prevention and management
of fetal alcohol spectrum disorders in South Africa: A qualitative study (see pp. 35-80). In this chapter,
objective four was achieved by using focus groups-with-service providers including paediatricians,
social workers, occupational therapists and -educatorsin-order to explore current practices,
interventions and policy requirements for the prevention and management of FASD. A qualitative

research approach with the explorative design-was-used:

11.2 Chapter 3

The title of chapter 3 is: Policymakers’ perspectives towards developing a guideline to inform
policy on Fetal Alcohol Spectrum Disorders: A qualitative study (see pp. 81-118). Objective 2 was
achieved in this chapter. A qualitative approach with the explorative design was used by doing in-
depth qualitative interviews on FASD policies, guidelines, practices and interventions with
policymakers from the Departments Health, Education and Social Development. Data analysis was

done using the Framework Method to describe the findings from this research.



11.3 Chapter 4

Chapter 4 is titled: To what extent is the Fetal alcohol syndrome disorder considered in policy-
related documents in South Africa? A document review (see pp. 119-174). Objective 1 was achieved
during this process. The researchers used a qualitative research approach to conduct a review of
documents on policies and guidelines. Data analysis was done using the framework method to identify

specific and generic clauses for the prevention and management of FASD in South Africa.

11.4 Chapter 5

The title of chapter 5 is: A global distribution of -available prevention and management
interventions for Fetal Alcohol Spectrum Disorders (2007 to 2017): Implications for collaborative
actions (see pp. 175-224). The researchers conducted a scoping review to identify the effective
interventions for the prevention and:-management of FASD. Objective 3 was achieved by doing this.

A framework and narrative approach were used to synthesise and report on the findings of this process.

Section 111

The prototype guideline was developed and improved during this section. This section is based on

section 2 and included in chapter 6 of this document. Objective 5 was achieved in this chapter.

The title included in chapter 6 is: A Guideline for the Prevention and Management of Fetal Alcohol
Spectrum Disorder in South Africa: A modified WHO’s approach to guideline development (See pp.

226-261). A draft guideline was developed from the studies explained in section Il. A discursive



approach with local and international experts on FASD was used to refine the initial guideline. The

refined prototype was then used in 2 rounds to using a 5-point Likert scale to finalise the prototype.

Section IV

This section includes Chapter 7 of the thesis with the title: Policy requirements for the prevention
and management of fetal alcohol spectrum disorder in South Africa (see pp. 263-278). This section is
written in the form of policy in brief and contains a summary of the thesis. It contains an overview of
FASD, contextualisation of FASD in South Africa, a summary of findings, conclusion and

recommendations.



SECTION I

Overview

This section comprises of one chapter (Chapter 1). In chapter 1, the study protocol is described.
This protocol was published in the British Medical Journal (BMJ Open) in 2018. This chapter
provided a background to the research - the FASD problem in South Africa and highlighted the aim,

objectives, approach and methods that were used in the entire project.



CHAPTER ONE

A Modified Delphi study towards developing a guideline to inform policy on Fetal Alcohol Spectrum
Disorders in South Africa: A study protocol. BMJ Open. 2018; 8: €019907. Doi; 10.1136/bmjopen-
2017-019907

ABSTRACT

Introduction: Maternal alcohol consumption during pregnancy can result in mental and physical

birth defects in individuals. These birth defects are usually described as Fetal Alcohol Spectrum
Disorders (FASDs). With an estimated 183- 259 per 1000 children born with FASDs, South Africa is
identified to have the highest prevalence of FASDs in the world. Nevertheless, there is a lack of
appropriate policies, guidelines, and interventions addressing the issues around FASDs. This protocol

outlines a proposed process for developing-a-guidelineto-inform policies on FASDs.

Methods and Analysis: This processwit-have three-phases. Phase one will be carried out in three

steps; we plan to conduct a document review of available policies an the prevention, and management
of FASDs and update the existing systematic review on FASDs interventions. The aim of the two
reviews is to explore the availability and content of existing policies and global interventions on
FASDs. In addition, we will conduct two exploratory qualitative studies to obtain the perspectives of
various stakeholders on the existing or possible guidelines and policies for the management of FASDs
and available interventions and services. In phase two, we will aggregate the findings of the previous
phase to develop a prototype guideline. In phase three, using the developed prototype, we will apply
the Delphi approach with experts on FASDs, soliciting their opinions on the nature and content of the
proposed guidelines for policies. The information gathered will be used to modify the prototype to
formulate a policy guideline on FASDs. Data will be analysed using thematic analysis and narrative

synthesis.



Ethics and Dissemination: Ethical clearance has been obtained from the ethics committee of the

University and governmental departments. The findings will be disseminated through publications and

the guideline will be submitted to relevant departments.

Strengths and limitations of this study

The study proposes the use of multiple sources for data collection toward developing a

guideline to inform policy on FASDs.
e It also proposes a proven methodology —The-Belphi technique to develop the guideline.
e A potential limitation of the study is that the study will not include individuals with FASDs.
e This study is expected to inform policy on FASDs nationally; however, it will be conducted in

only one province out of nine provinces of South Africa.



Introduction

Fetal alcohol spectrum disorders (FASDs) refer to an array of birth disorders related to fetal
exposure to alcohol during pregnancy. FASDs are classified under four broad groups; fetal alcohol
syndrome (FAS), partial FAS, alcohol-related neurodevelopmental disorders (ARND) and alcohol-
related birth defects (ARBD) [1]. Of these four groups, FAS is identified as having the most serious

anomalies [2, 3].

FASDs may lead to primary and secondary disabilities [4]. Primary disabilities are those that the
child is born with [5], usually associated with damages to the brain domains that are responsible for
physical motor skills, sensory processing skills, cognition, communication skills, academic
achievement, memory skills, executive - functioning and-abstract reasoning, attention and adaptive
skills [6, 7]. The brain damages could also.result-in physical.abnormalities such as ante- and post-natal
growth retardation, eye and ear malformations, mouth and jaw deformation, skeletal defects, organ

pathology, sensory deficits and impaired immune system {1}.

Secondary disabilities relate to those disabilities that develop because of untimely and
inappropriate interventions to primary disabilities — consequences of unaddressed primary disabilities.
These include fatigue, frustration, anxiety, fearfulness, rigid, resistant, argumentative behaviour,
becoming overwhelmed, shut down (withdrawn), a poor self-concept, feelings of failure, low self-
esteem, isolation, acting out, aggression, family and/or school problems, depression and other mental
health problems, trouble with the law, drug and alcohol problems, problems with employment and

homelessness [8].

A systematic review conducted to identify maternal risk factors for FASDs showed that the
maternal demographic (socioeconomic status, employment status, educational status, marital status,

religion, living area, income and age) and psychiatric - including neuropsychological (psychiatric



comorbidity, identified stressful, physical aggression and sexual abuse) factors play significant roles
[9]. The review also showed that family, social (family lifestyle, drinking habit, alcohol use, illegal
drugs use and tobacco use) and pattern of alcohol consumption could predispose women to have babies

with FASDs [9].

In South Africa, the national prevalence of FASD ranges from 29 to 290 per 1 000 live births [10].
Some provinces such as the Northern and Western Cape provinces of South Africa have particularly
registered high FASDs prevalence. In the Northern Cape province, an estimated 88 per 1,000 of first-
grade pupils were reported to have FASDs in 2008 [11]. In 2015, although the prevalence had dropped
to 63.9 per 1,000, the prevalence was still relatively high [12]. In the Western Cape province, the
prevalence of FASDs among primary school pupils was estimated at 89.2 per 1,000 in 2007 [13]. By
2013, the prevalence of FASDs among- first-grade-pupils-had-doubled (135.1 to 207.5 per 1,000) [14],

and another increase (170 to 233 per 1,000) was recorded in 2015 [15].

There is evidence that strategies designed to prevent FASDs and to care and support persons
affected by FASDs are not effectively implemented, particularly in developing countries [16]. Peadon
et al. [17] and Reid et al. [18] also reportedthe lack of:good quality studies and limited strong evidence
for specific interventions in managing FASDs. The authors, therefore, advocated for interventions

targeting the specific clinical and neuropsychological deficits usually seen in individuals with FASDs.

Background

South Africa is reportedly having escalating levels of alcohol consumption [19], particularly in the
informal settlements of the Northern and Western Cape provinces [20—-23]. The prevalence of alcohol

use among pregnant women in the Cape Metropole of the Western Cape province of South Africa is



estimated at 19.6% and in poor communities of the Western and Northern Cape provinces of South
Africa, FASDs are endemic [13, 24]. Maternal alcohol drinking during pregnancy, especially in rural

and informal settlements, has led FASDs becoming an increasing concern in South Africa.

Generally, FASDs are relatively unknown among health professionals and have not been given
adequate consideration in policies, programmes and interventions [25]. This is probably because
FASDs remain unformalised medical diagnoses since they were first identified and described 40 years
earlier [25]. Despite the apparent lack of interest in FASDs, efforts toward developing guidelines for
the diagnoses [26, 27] and management [28] of FASDs have been made, especially toward recognising
FASDs as a public health problem. Because FASDs are preventable, there have also been advocacy
efforts for the implementation of various prevention programmes. These advocacy strategies call for
the availability of adequately resourced-alcohol-control-services, support for pregnant women and a
sustainable commitment from communities, service providers and the government in addressing
alcohol-related health and psychological problems [29, 30]. Nevertheless, for these strategies to be

effective and sustainable, a governing policy and coordinated efforts are required.

Globally, there is inadequate policy;and guidelines for the management and prevention of FASDs.
A review on FASDs in Africa reported gaps in policy and service implementation [31]. In South Africa,
only two of the national policy documents namely, the National Human Genetics Policy Guidelines
for the Management and Prevention of Genetic Disorders, Birth Defects and Disabilities (2001) and
the National Drug Master Plan (2007) mentioned the term FAS and none mentioned FASD [32]. In
addition, the South African Guidelines for Maternity Care (2002) only suggests that maternal alcohol,
tobacco and other substances use behaviours should be taken into consideration when taking a medical
history of a pregnant woman [32]. The limited occurrence of issues related to FASDs in policy

documents offers a reflection on the extent to which FASDs are (not) being considered in policy.
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Current national hospital-based birth defects surveillance system developed by the National
Department of Health also excludes some FASDs [32]. This surveillance system mainly considers
birth defects that can be clinically diagnosed at birth or few days after birth, which can only be
identified during post-natal hospitalisation. The exclusion of some FASDs in the birth defects
surveillance system is because of the difficulty of diagnosing certain FASDs at birth as most of their
features are rarely manifested at birth. In addition, it requires a multidisciplinary team to arrive at a
definitive diagnosis of FASDs [32]. The above gaps speak to the need to develop relevant policies and
guidelines to identify FASDs and to guide strategic implementation of appropriate interventions to

address FASDs in South Africa.

In 2001, the Western Cape provincial executive council acknowledged FASDs as a provincial
health priority for the years 2001 and-2002 {33;-34}--TFhis-led-io-the establishment of the Western Cape
provincial FAS reference and working group, (now called FASD task team). The FASD Task
Team of South Africa comprises of members from the Department of Health, the Department of Social
Services, the Department of Education, the Medical Research Council, the University of Stellenbosch,
the University of Cape Town, and Non-profit organisations (NPOs) [Foundation for Alcohol Related
Research (FARR), Dopstop, and Pebbles project]. The task team is headed by the Provincial Maternal,
Child and Women’s Health Deputy Director [33, 34]. The aims of the FASD task team is to raise
awareness on FASDs, create strategies for the prevention of FASDs, and share skills and information

[33, 34].

The FASD task team has been successful in developing FASDs training manuals for health care
workers, educators, school psychologists, social workers and other professionals working with
individuals with FASDs, their families and caregivers. In addition, the FASD task team has designed

posters for creating awareness on FASDs, organising special events to improve public awareness on

11



International FASDs days, organising FASDs training workshops and developing a website and

Facebook page on FASD [33, 34].

The above development is an important and commendable step in developing the capacity to
support the prevention and management of FASDs at the provincial level. Nevertheless, a coordinated
effort to facilitate the prevention and management of FASDs at the national level is required. To this
end, we are proposing a national FASDs guideline that will inform policy on coordinated and multi-
sectoral response to FASDs in South Africa. In this protocol, we propose a systematic approach toward

developing a guideline to inform policy for the prevention and management FASDs in South Africa.

Research objectives

To develop a guideline for the prevention and management of FASDs in South Africa, we aimed

to achieve the following objectives:

To review policies and their contents on'FASDs in South Africa.

e To explore and describe the content of FASDs policies from the perspective of policymakers.

e To provide an update on the interventions on FASDs internationally and in South Africa.

e To explore and describe the perspectives of service providers involved in the implementation of

identified FASDs intervention activities.

e To apply the Delphi technigue to guide the development of guidelines for an integrated policy on

FASDs for the South African context.

12



Understanding policy guidelines

According to the World Health Organization, a guideline is a document that contains
recommendations for clinical or public health interventions [35, 36]. It is also described as a document
that makes evidence-based recommendations for averting and treating certain conditions, improving
health, managing medicines, planning of services for the community, development of an intervention
for enhancing population health and to deliver social care for people [37]. Thus, guidelines promote
individualised and integrated care, help service providers and recipients and other stakeholders to make
informed decisions and serve as a response to a condition that needs urgent attention [35-38].
Therefore, a guideline is considered as a set of systematically developed statements, recommendation
or best practice to give a framework for policy implementation [38]. As applies to this protocol, we
considered a guideline as a document that contains-recommendations that will inform the development

of integrated policy on FASDs.

Adopted Approach

In developing the guideline for FASDs, we adopted the WHQO’s approach (steps) as stipulated in
the WHO’s Handbook for guideline development [35, 36].

1. We agreed to design a guideline for the prevention and management of FASDs based-on
informal discussions with relevant stakeholders on the need for a policy governing the
prevention and management efforts of FASDs.

2. We planned on scoping of the literature and conducting a needs assessment.

3. Atfter gathering preliminary information, the team formulated key PICO questions [39]:

A. Population — individuals with FASDs.
B. Intervention — a guideline to inform policy.

C. Comparison — (Not applicable).
13



D. Outcomes — a guideline for the prevention and management of FASDs.

4. After agreeing on the need to design the guideline to inform policy on the prevention and
management of FASDs, the next step involved designing the project protocol (which is
reported in this paper).

5. The team applied for Ethics clearance for the project from the University of the Western Cape
— this has been obtained.

6. The next step will entail conducting the various studies and exercises outlined in this protocol.

7. The team will develop and prepare the guideline to inform policy on FASDs based on the
findings of the various studies and the outcomes of the various exercises.

8. The team will disseminate the developed guideline through various channels including having
feedback meetings with the various-stakeholders-and-sharing our findings, publish the guideline
in a peer-reviewed journal, present the findings in-journal club meeting organised at the

provincial Department of Health and at other national and international conferences [35, 36].

Some of the steps outlined in the WHO’s handbook were adapted to our context. The reason for
the adaptation is that some parts of the process are not applicable to this study and other parts are

beyond the scope of this project.

Proposed methodology

The development of the guideline will follow three phases: (1) Information gleaning, (2)
development of prototype and (3) Delphi techniques and developing of guidelines (Figure 1). The
importance of involving proven methods, which are both inclusive and participatory, was considered

as essential for developing a socially acceptable FASDs guideline for South Africa.
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[~ PHASE I:INFORMATION GLEANING

Exploratory approaches will be employed to gather relevant information for the
development of a prototype FASD guidelines

Two exploratory qualitative
studies with relevant
stakeholders (policy-makers
and service providers) in South
Africa

Systematic review of
prevention and management
interventions for FASD globally
and in South Africa

Document review of policies
on FASDs globally and in South
Africa

PHASE | 1:PROTOTYPE DEVELOPMENT

Information obtained from these three sources will be used to formulate a prototype guideline
document

PHASE 11 1:REFINING THE PROTOTYPE

The process of fine-tuning and refining the prototype guideline will involve repeating
consultations with.some.key stakeholders.in-the Delphi approach

Participant |

Participant 4 Participant 2

Participant 3

The outcome of the Delphi process is to obtained a more refined guideline that can inform
policies for the prevention and management of FASDs

Figure 1. A proposed methodological approach for the development of guidelines for fetal alcohol

spectrum disorders (FASDSs) policy.

15



Phase 1: Information gleaning

In phase 1, three steps will be undertaken with the purpose of obtaining diverse information to
develop a prototype guideline. To this end, we plan to conduct a document review on FASDs policies
and a systematic review on FASDs interventions. The document review will consider policies
developed South Africa and the systematic review will focus on interventions globally with a focus on
South Africa. In addition, we will identify relevant policymakers and service providers from the
Departments of Health, Education, and Social Development and engage with them through in-depth
interviews and focus group discussions to obtain information on existing policies and interventions on

FASDs in South Africa. This informatien-gleaning phase will be.conducted in the following steps.

Step 1: Document review of policy on FASD in Seuth-Africa

The researchers will review available relevant documents such as policy documents and guidelines
on FASDs. The aim of this review is to explore the availability and content of existing guidelines and
policies on FASDs. Websites (government and NPOs) and databases will be searched for these
documents. All the policies or guidelines that focused on any aspect of FASDs will be included. A
narrative analysis will be used to analyse the relevant documents identified. The information that will
be obtained will inform the development of a prototype guideline. Following the document review, a

systematic review will be undertaken.
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STEP 2: Systematic review of interventions for FASDs globally and in South
Africa.

The purpose of the systematic review will be to update the current most recent systematic review
on FASDs “Fetal Alcohol Spectrum Disorder Interventions across the life span” [18] to include
interventions for prevention. The aim of the systematic review will be to systematically locate,
appraise, and synthesise intervention on FASDs. The systematic review will consider the following
review question: “What are the prevention and management interventions that are available on FASDs
globally and in South Africa?” In conducting this review, the researchers will follow nine steps of a
systematic review [40]. These steps include formulating review question, defining search strategy,
establishing inclusion criteria and exclusion criteria, choosing a method for the review, conducting
methodological quality and critical appraisal, extracting data, analysing and synthesizing data, and

writing a report.

What are the interventions that are available on FASDs globally and in South Africa? To answer
this question, databases will be searched for articles discussing or evaluating interventions for the
prevention and management of FASDs.' These' databases include, Ebsco Host (Academic Search
Complete, ERIC, SoINDEX, Health Source: Nursing/Academic Edition, CINAHL and
PsycARTICLES), Science Direct, Springer Links, Wiley Online Library, JSTOR, and SAGE Journals,
Pubmed, Cochrane Library, Sabinet, and NEXUS will be searched and retrieved for the period
covering 2007 to 2017 using intervention and FASDs as search terms. Furthermore, the references of

the retrieved article will be used to search for more articles.

The titles and abstracts of the articles will be screened using inclusion/exclusion criteria and
duplicates will be removed. After screening, the articles that meet the inclusion criteria will be read
and their methodological quality evaluated. In addition, the included articles will be appraised using a
critical appraisal sheet. Narrative synthesis will be used for data analysis. Narrative synthesis can be

described as a descriptive written summary of included studies and their findings [41]. The data
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extraction tool will consist of four distinct sections namely: the general description, a methodological
appraisal, the content intervention, and the analysis of the results. While conducting and reporting the

reviews, we will follow the guidelines for systematic reviews.

STEP 3: Exploratory qualitative research

Two exploratory qualitative studies will be conducted. The first qualitative study will explore the
availability of guidelines/policies for the prevention and management of FASDs within the South
African health system and the need to develop a policy for the prevention and management of FASDs.
This study will target the policymakers (administrators involved in policy formulation and programme
monitoring on FASDs and related .disabilities) from-three relevant departments: Department of

Education, Department of Health and Department of Social Development.

The second qualitative study will be aimed at identifying existing interventions and
guideline/policy statements that are being used by the service providers (individuals involved in
providing services and interventions on FASDs and related disabilities) for the prevention and
management of FASDs. Relevant service providers include paediatricians, nurses, social workers, and
occupational therapist. Policymakers and service providers from the Department of Education,
Department of Health and Department of Social Development will be interviewed as part of the
processes of developing guidelines that will inform policy on FASDs. These groups of individuals are

deemed knowledgeable to provide relevant information toward developing FASDs guidelines.

Purposive sampling will be employed in selecting participants. For the policymakers, we will
include those individuals with about five years’ experience in policy on FASDs or related disabilities.
Similarly, service providers working in primary health care, hospital, schools, social development and

NPOs with at least five years of experience in providing interventions and services to individuals with
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FASDs will be potential participants. The researchers intend to sample three policymakers from each
department and conduct three focus group discussions in each department with an average of 6-8

participants. Data saturation will be used to determine the sample sizes in the two qualitative studies.

In the first qualitative study, data will be collected through in-depth interviews with policymakers
using an interview guide. Open-ended questions will be used to start the interviews and follow-up
questions will be used to probe for additional explanations when required. The study participants will
be asked various questions on available policies on FASDs, the coordination of FASDs interventions
and relevant aspects of FASDs to inform the FASDs guidelines. Each interview will last for about 30-

60 minutes and each interview will be audio-recorded with the permission from the participants.

Data, in the second qualitative study, will-be-collected through focus group discussions with
selected service providers using a discussion schedule to explore available interventions, services, and
policies in practice. Focus groups use unstructured discussion subjects involving small ranges of
subjects (6-10). It is cost-effective and time-efficient and participants are allowed to express their
viewpoints in detail. Discussants are often-metivated-to-contribute more in the presence of their co-
participants [42]. In addition, focus' group discussions; can give rich information as discussants
contribute in moderated discussions. An audio recorder will be used to capture information from the
discussants. Notes will also be taken during the interview and the interview recordings will be

transcribed for data analysis.

The data will be analysed using thematic content analysis technique [43]. Both inductive — making
interpretations of the raw data — and deductive — using a framework — analytic approaches will be used
to analyse the data [44]. The framework will be developed from the prevention and management
aspects of FASDs. The researchers will use Creswell’s data analysis spiral [45]. This process involves

reading and memoing, then, describing, classifying and interpreting the data according to themes and
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categories and finally visualising and representing the themes and categories. An independent coder

will also be used to ensure trustworthiness.

The rigour in the qualitative studies, which is trustworthiness will be established through
credibility, transferability, dependability, conformability and reflexivity [46]. In addition, the reporting
of the qualitative findings will follow the consolidated criteria for reporting qualitative research

(COREQ) [47].

Phase 2: Development of prototype

In the second phase, information obtained from.the document review, systematic review and in-
depth and focus group interviews will be conflated to-develop-a prototype guideline for a FASDs
policy. The researchers will engage and agree on consensus interpretations of the findings to develop
the prototype guideline. We selected this approach hecause it has been successfully applied in the
guideline development process by other researchers in developing guidelines for various issues [48—

50].

Phase 3: Delphi techniques and developing of guidelines

In the third phase, we will apply the Delphi approach to refine the developed prototype. The use
of the Delphi approach is recommended by the World Health Organization (WHO) Handbook for
guideline development [35, 36]. The Delphi technique is a structured communication technique
initially developed as a systematic, interactive forecasting method, which relies on a panel of experts
[51]. It is common for experts to answer questionnaires in two or more rounds [52]. The researcher

gives an anonymous summary of the experts’ predictions from the previous round, and the reasons
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they provided for their judgments. Experts are encouraged to revise their earlier responses in the light
of the replies of other members in the forum. This process narrows the wide range of answers and
converges the group answers towards an agreed answer [53]. The process is stopped after a predefined

stop criterion and the mean or median scores of the final rounds determine the results [51].

There is no agreement on the sample size of participants in the Delphi discussion forum. We will
identify relevant policymakers, health service providers and health policy advocates to participate in a
Delphi contribution forum to refine the prototype. Some of the Delphi participants will include those
who participated in any of the two qualitative studies. This is because experts on FASDs issues are

few and it may be challenging to get a complete set of different participants.

We will start by identifying the experts and-contacting.them to explain the research. We will then
purposefully select 30 experts using the following criteria: ‘Top management decision-makers;
policymakers; FASDs service providers and FASDs researchers with about five years of experience
relevant to FASDs policies, services and intervention or research [54]. These experts will be contacted

via email and telephone for their contributions.

The developed prototype will be used to engage in a Delphi technique with experts on FASDs to
develop the proposed guidelines. Descriptions of prevention and management interventions identified
in phase 1 will be used to design Likert statements to evaluate the perceptions of the experts on
prevention modalities, screening components and management methods. We will solicit their opinions
on what should be included or excluded in the proposed guidelines for policies. Participants will be
asked to rate their agreement with each statement on a 5-point Likert scale, which will range from
‘strongly agree’ to ‘strongly disagree’ and a response option of ‘no comment’ will be provided to

enable participants to indicate that a statement was outside their area of expertise [55].

The data generated will be analysed and these will be used to modify the prototype, which will be

used as an instrument for the second round. The experts will be asked to review the items summarised
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by the researchers based on the information provided in round one and they will be asked to rate or
rank - order items to establish priorities among items and to reach consensus. The information
generated in the second round will then be analysed to refine the prototype to obtain the guidelines.
The process of guideline development is expected to be evolving, thus, we plan to follow a thorough

process and procedures as resource and time would permit.

Patient and public involvement

Patient and public will not be involved in the study. The findings of the study will be disseminated

to the study participants through emails.

Discussion

The essence of the proposed guideline is.to. inform policy development on FASDs. While having
informal discussions with the head .of; a.non-governmental, organisation, a leading organisation in
conducting prevalence studies and rolling out prevention programme on FASDs, we understood that
focused guidelines and policies to facilitate effective interventions on FASDs are non-existent. The
administrators of the departments of Education, Health and Social Development in the Western Cape
province also revealed that drinking alcohol remains a major concern and FASDs are among the

negative outcomes of irresponsible drinking practices.

These administrators pointed out that various efforts have been made, ranging from awareness
programmes to funding of NGOs to response to FASDs, but these efforts are not being coordinated
because there are no specific guidelines or policies on FASDs. Service providers consulted also raised

similar concerns. Nevertheless, the service provides suggested that generic programmes are in place
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to provide health education on alcohol use during pregnancy to pregnant women and that they would
sometimes refer suspected cases of FASDs for proper diagnosis. Of course, these practices are not
specifically targeting the problem of FASDs or addressing the issues around FASDs in an intended
manner. The lack of focused attention accorded to FASDs prompted the conception to develop

guidelines that will enhance the prevention and management of FASDs.

The strength of using the approach outlined in this protocol lies in the fact that it has been
successfully used to develop various guidelines for interventions to combat diseases and improve
services. In addition, the recommendations from the guidelines will be rooted in a comprehensive and
objective assessment of the available evidence and a clear pathway on how recommendations are
generated. The demerit of this process is that it requires a lot of resources, time and expertise. The
limitation of this study might be that the-researchers-will-noi-include the individuals with FASDs and
their families directly in the study. Anaother limitation is that the study is restricted to the Western Cape

region of South Africa, which might affect the generalizability of the study findings.

It has been reported that there, are-no. guidelines-for -determining consensus, sample size and
sampling techniques when using the Delphi approach. This isbecause these aspects of the Delphi
technique require a lot of time and participants’ commitment, consequently, dropout is likely to
happen, which leads to low response rate and a delay in data analysis between rounds [56, 57]. To
mitigate the impact of these potential challenges, the researchers have decided to adapt the sample size
to a manageable number to favour the in-depth engagement and discursive approach with fewer
experts, rather than having a large sample of experts with less engagement with the guideline

development process.

The finalised guideline will be distributed to all the participants in the study and to the departments
of Health, Education and Social Development as well as to the relevant NGOs working on FASDs.

The guideline will also be published in a peer-review journal to add to the literature on FASDs.
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SECTION I1

INFORMATION GLEANING

OVERVIEW

Information gleaning is the first phase of the process for the development of a guideline to inform
policy on FASD. To develop a guideline, various methods of enquiry and data collection techniques
were employed to gather information. The information gathered in this section was used to develop a

prototype guideline. The information-gleaning phase.was conducted in the following steps.

In the first step (Chapter 2), an exploratory qualitative study was conducted. Service providers
from the Department of Education, Health and Social Development were purposively selected for
focus group discussions. Questions-were-asked-about current-practices and policy requirements for

FASD. This chapter has been published.in BMCIPublic Health in 2018.

In the second step (Chapter 3), a second exploratory qualitative study was conducted with the
policymakers. Policymakers were purposively selected from the Department of Education, Health and
Social Development for in-depth interviews. This chapter has been published in the International

Journal of Environmental Research and Public Health in 2019.

In step 3 (Chapter 4), we conducted a review of related policy documents in South Africa to
identify the clauses that are directly or indirectly addressing FASD. This chapter has been published

in BMC Health Research Policy and Systems in 20109.
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In step 4 (Chapter 5), we conducted a scoping review of intervention for the prevention and
management of FASD globally. This is under review in the International Journal of Environmental

Research and Public Health.
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CHAPTER TWO

Exploring service providers’ perspectives on the prevention and management of fetal alcohol spectrum
disorders in South Africa: A qualitative study. BMC Public Health. 2018; 18:1238. doi:
10.1186/s12889-018-6126-x

Abstract

Background: Fetal alcohol spectrum disorder (FASD) is among the leading causes of

developmental and intellectual disabilities in individuals. Although efforts are being made toward the
prevention and management of FASD in South Africa, the prevalence remains high. The sustained
high prevalence could be attributed to several factors, including the lack of policy for a coordinated
effort to prevent, diagnose and manage FASD nationally. In this study, our aim was to explore the
perspectives of service providers (health-and allied professionals, teachers, social workers) on the

prevention and management of FASD towards developing a guideline to inform policy.

Method: Guided by the exploratory qualitative research design, we purposively sampled relevant

service providers in the field of FASD prevention and management for focus group discussions. Nine
of these discussions were conducted with an average of eight participants per discussion session. The
discussants were asked various questions on the current and required interventions and practices for
the prevention and management of FASD. Following the Framework Method, data were transcribed

verbatim and analysed using the thematic content analysis approach.

Results: Our findings show that aspects of the prevention and management of alcohol-related

conditions are present in various policies. However, there is no clear focus on coordinated, multi-

sectoral efforts for a more comprehensive approach to the prevention and management of FASD. The
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participants recognized the need for specific requirements on broad-based preventive awareness
programs, training and support for parents and caregivers, inclusive education in mainstream schools

and training of relevant professionals.

Conclusion: Comprehensive and coordinated prevention and management programs guided by a

specific policy could improve the prevention and management of FASD. Policy formulation
demonstrates commitment from the government, highlights the importance of the condition, and

elaborates on context-specific prevention and management protocols.
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Background

Although generic programs and interventions exist for the prevention and management of fetal
alcohol spectrum disorder (FASD), the prevalence in South Africa continues to rise. FASD is a group
of conditions used to describe a range of developmental disabilities resulting from prenatal alcohol
exposure [1-3]. Individuals with FASD may have abnormal facial features, low body weight, poor
coordination, learning disabilities, difficulty with attention, poor reasoning and judgment skills, speech
and language delays, hyperactive behavior, and intellectual difficulties or a low 1Q (intellectual

quotient) [4].

The global prevalence of FASD has been estimated at 8 per 1,000 children and youth in the general
population [5]. Zelner and Koren [6] estimated the prevalence of FASD at 9 per 1,000 live births in
Canada. In Italy, the prevalence of FASD was reported to be 23 to 47 per 1,000 in first-grade pupils
[7], while in Croatia, it was estimated to be 40 per 1,000 in elementary school children [8]. In four
communities of USA, the prevalence was estimated to be 11 to'50 per 1,000 children [9], and in a
secluded Indigenous population in-Australia, the. reporied-prevalence was 194.4 per 1,000 children

[10].

In South Africa, FASD prevalence has been estimated to be between 29 to 290 per 1,000 live births
[11]. In the Western Cape Province, studies conducted on the prevalence of FASD among primary
school pupils showed a persistent increase over the years. In 2007, the prevalence of FASD was
estimated at 89.2 per 1,000 [12], and by 2013, it had doubled (135.1 to 207.5 per 1,000) [13]. In 2016,
the prevalence of FASD showed a persistent increase (170 to 233 per 1,000) [14], and in 2017 yet
another increase among the same group (196 to 276 per 1,000) was recorded [15]. Owing to the
excessive alcohol use, the Northern and Western Cape Provinces carry the brunt of FASD in South

Africa [16, 17]. The persistent rise in the FASD prevalence in these two Provinces highlights the need
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for a coordinated effort — context-specific preventive interventions, early identification, diagnosis, and

management — in dealing with FASD.

FASD is recognized as a public health concern in most countries around the world [18-20]. Public
health practitioners have advocated for specialized services to address FASD [18, 21]. Services such
as context-specific prevention programs, well-resourced mental health facilities for the management
of FASD-related mental health problems, specialized schools to manage learning disabilities, and
alcohol rehabilitation services for people with substance abuse problems have been identified as
pivotal to the prevention and management of FASD [18]. In addition, community-based programs to
support pregnant women and sustainable commitment from government and service providers are
required to address the high FASD prevalence [18, 21]. Furthermore, Poole et al. [22] identified a four-
level comprehensive approach to the-prevention-and-management of FASD, with level two focusing
on women of reproductive age and their partners. This comprehensive approach is a step closer to a
social determinant approach, which seeks to understand the social, historical, political, and economic

underlying causes of disease.

Policy development for FASD saligns with: goal three and four of the Sustainable Development
Goals [23]. For interventions and programs to be effective and sustainable, they should be embedded
in guidelines that may facilitate the development of a FASD policy [24, 25]. Policy development is a
step towards designing legislations, which would allow practitioners to make informed decisions, take
prompt treatment and management actions, and plan, develop and implement comprehensive
community-based interventions [24, 26]. While developing a policy may not be a panacea to achieving
the effectiveness and sustainability of interventions for FASD, it may create a framework for the
implementation and support for individualized and integrated care [25, 27]. Countries like Canada and
Australia with FASD problems similar to South Africa have acknowledged the importance of policies

for addressing FASD [28-30]. In South Africa, however, there are no specific FASD policies [31].
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Despite the absence of a specific FASD policy [20, 32], other health-related policies contain
clauses that could be attributed to the prevention and management of FASD in South Africa. These
policies include the Prevention and Treatment of Drug Dependency Act, South Africa Social Security
Act, Children’s Act 38 of 2005, National Programme of Action for Children, Human Genetics Policy
Guidelines for the Management and Prevention of Genetic Disorders, Birth Defects and Disabilities.
Other documents include the National Guidelines for the Management and Prevention of Drug Use
and Abuse, National Drug Master Plan 2006-2011, Guidelines for Maternity Care in South Africa,
Education White Paper 5 on Early Childhood Development and Education White Paper 6 on Inclusive
Education [31]. In addition, an American-based practical clinical approach to the diagnosis of fetal
alcohol spectrum disorders based on the institute of medicine criteria developed by USA researchers

has been used to diagnose FASD in South-Africa [33].

Rendall-Mkosi et al. [31] suggested a comprehensive FASD prevention and management approach
to be adopted by various government departments (Table 1). Some of the services identified in their
approach to the prevention and management of FASD were also mentioned in the Australian action
plan on FASD [30] and the Canadian framework for action on FASD [34]. In the Australian action
plan, the proposed principles for action were the population health framework, a whole government
approach, a human rights-based approach, and women-centered practice. The Canadian framework for
action on FASD also highlighted that a comprehensive approach to prevention and management of
FASD requires individual and collaborative actions, all sectors, and all government levels (hational,
provincial and community). In addition, efforts need to focus on prevention, meeting current needs of

people with FASD, and strengthening and expanding the support systems, services, and resources.

Table 1: Relevant government departments’ responsibilities towards the prevention and management
of FASD

Relevant Responsibilities towards the Responsibilities towards the
government prevention of FASD management of FASD
departments
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Department of
Health

Estimate the prevalence of FAS and
FASD

Determine the surveillance strategy for
Alcohol-exposed pregnancy (AEP)
Screen for women at high risk for an
AEP: binge drinking without using
contraceptives

Implement strategies to prevent AEP in
high-risk settings e.g. brief interventions
at primary level

Create and disseminate educational
materials on medical issues for FASD to
the public and service providers
Training of service providers on medical
issues for FASD

Developmental screening and referral at
birth and infancy.

Diagnosis, feeding support and parenting
support in early childhood.
Contraception services for individuals
with FASD

Mental health services for individuals
with FASD

Department of
Education

Provide secondary and tertiary level
education for adolescents and young
women

Life skills training in secondary education
Create and disseminate educational
materials on educational issues-for.
FASDs to the public-and-service
providers

Training of service providers on
educational issues for FASD

Provide creches and pre-schools for
individuals with FASD

Teacher and parent training on how to
manage learning, language, and attention
problems in individuals with FASD
Supportive educational environment for
individuals with FASD

Classroom support for teachers
Development of specific learning
interventions

Life skills training for individuals with
FASD

Department of Social
Development

Support for women-at high-alcohol risk
and their families.

Recreational activities to promote
healthy lifestyles

Access to specialised alcohol
rehabilitation services

Create and disseminate educational
materials on social issues for FASD to the
public and service providers

Training of service providers on social
issues for FASD

Access to social grants.

Family support against stigma and
assistance with child management in the
family.

Developing a supportive home
environment for women and individuals
with FASD

Supportive community for individuals
with FASD

Promoting independent among
individuals with FASD

Department of
Justice, Safety, and
Security

Enforcing liquor laws

Regulation of the liquor industry

Legal protection for women and
individuals with FASD

Create and disseminate educational
materials on legal issues for FASD to the
public and service providers

Training of service providers on legal
issues for FASD

Vulnerable to physical and sexual abuse
and domestic violence

Better awareness by the police of FASD
vulnerability e.g. recognition of disability
in the legal process

Department of
Labour

Work-related skills training for
Individuals with FASD

Employment opportunities for women
Create and disseminate public and
provider educational materials on labour

Maternity leave for women to ensure
early proper management for individuals
with FASD

Efficient unemployment insurance fund
(UIF) process
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issue for FASD to the public and service | - Alternative skills training for individuals
providers with FASD
Training of service providers on - Meaningful employment opportunities for
labour issues for FASD individual with FASD (sheltered/menial
work)

To incorporate the above-mentioned approach and principles and address the lack of a coordinated
and holistic plan to tackle FASD in South Africa, we propose the development of a guideline to inform
a multi-sectoral and interdepartmental policy [35]. In this paper, we report on a step toward developing
a guideline for policy on FASD — exploring the perspectives of service providers (teachers, social
workers, occupational therapists, nurses, pediatricians, doctors, and psychologists) on the prevention

and management of FASD in South Africa.

Methods

Study setting

The study was conducted in the Western Cape Province of South Africa. The Western Cape
Province is the fourth largest and the third most populated Province in South Africa with an estimated

6.5 million residents [36].

In the Western Cape Province, alcohol-related business activities ranked second in the most
common category of business in the township economy [37]. Most of these businesses are run by
women to complement their family income. There are about 25,000 illegal liquor stores (known as
shebeens - home-based taverns) in the province, making alcohol accessible to people of all ages [37].
This province is also known for its historical ‘Dop’ system whereby farmworkers’ partial wages were
paid in the form of alcohol [38]. The legacy of the ‘Dop’ system reflects a distinctive drinking culture

deep-rooted in the social matrix of farmworkers as well as informal settlements where employers paid
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their laborers with cheap wine [38]. Alcohol abuse is, therefore, rife in the Western Cape Province

owing to its cultural context [39].

According to Statistics South Africa [40], in the Western Cape, 38.1% of women reported
consuming alcohol at least once during their lifetime and 27.3% reported drinking alcohol in the past
12 months. In addition, 18.0% reported drinking alcohol in the past seven days and 9.0% reported
consuming five or more drinks on at least one occasion in the past 30 days. Furthermore, according to
Petersen Williams et al. [41], 36.9% of women in the Western Cape Province consumed alcohol during
pregnancy or in the last three months before they were aware of their pregnancy. The uncontrolled sale
and drinking patterns displayed by the community, including women who are pregnant, reveal the
endemic nature of the risk factors for FASD in the Western Cape [42] and could be the reason behind

the increasing prevalence of FASD {14}

Study design

We employed an exploratory qualitative study design to investigate the perspectives of the service
providers. According to Glenton, Lewin, Norris and Norris [43], evidence from qualitative research
enriches the development and implementation of guidelines as it permits a comprehensive exploration

of the perspectives and considerations of relevant stakeholders.

Sampling procedure

For FASD to be effectively prevented, identified, diagnosed, and managed, a wide range of
professionals is required. These professionals should consist of nurses, social workers, physicians,
psychologist, occupational therapist, speech-language pathologist, and primary healthcare providers
(who provide antenatal care and counselling for pregnant women and preventive services for

community members) [42]. The professionals may also include addiction counsellors, childcare
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workers, cultural interpreters, mental health workers, parents or caregivers, probation officers,
psychiatrists, teachers, vocational counsellors, geneticists or dysmorphologists, neuropsychologists,

and family therapists [2, 28, 29].

A two-step purposive sampling approach was employed to select the relevant institutions
(healthcare facilities, schools, and [non-profit organizations] NPOs) and service providers (allied
health, medical, nurse, teacher, and other professionals). In the first step, after permission was obtained
from the study host University, we approached each department (Education, Health, and Social
Development) for permission. Thereafter, we purposively selected 13 institutions because they render
prevention or/and management services on FASD in the Western Cape to participate in the study.
However, only ten facilities participated, which included four healthcare facilities, three schools, and
three NPOs. In step two, we selected-ihe-study-participants-from-the selected institutions. We sought
to include service providers with at least five years of experience in service delivery and implementing
prevention interventions for women or management interventions for individuals with FASD that were
members of a multidisciplinary team. In Table 2, the characteristics of the 65 participants that were

included in the study are shown.

Table 2: Characteristics of the study participants

Characteristics Participants (N = 65)
Types of institutions

Schools 3
Healthcare facilities 4
NPOs 2
Gender

Male 5
Female 60
Profession

Allied health 20
Medical 10
Nurse 6
Teacher 26
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Others 3
Working experience (years)

[-10 33
[1-20 19
21-30 10
31-40 3

Data collection

Focus group discussions (FGDs) were conducted in English between September 2016 and
September 2017. The discussions were guided by a discussion schedule (Additional file 1). Open-
ended questions were used to start the discussions and we used follow-up questions to probe for
additional explanations from the participants when necessary. The study participants were asked
various questions on policies that guide the FASD interventions and services, and relevant aspects of
FASD to inform the FASD policy.-Each-discussion-lasted about 30—60 minutes and was audio-
recorded with permission from the -participants.. Nine FGDs-were conducted with six to eight
participants in each group. While conducting the FGDs multiple participants were asked questions,
and their responses were noted [44}.-Our data collection process was guided by data saturation [44,
45]. We reached data saturation when new informationwas not elicited with subsequent discussions,

and we judged that there were enough data to answer the research questions [46, 47].

Data analysis

The Framework Method was used to analyze the data [48]. Framework Method is part of the
thematic analysis family [49]. Using the Framework Method, one author (BOA) transcribed the
discussions, and two of the authors (BOA, FCM) read these thoroughly for familiarization. Notes and
memos were made from the transcripts to inductively generate the initial codes, and these codes were
re-organized to obtain refined codes. Using the initial codes, two of the authors (BOA, FCM)
developed a coding guide (Appendix A) and discussed this with the research team (BOA, FCM, LGC,

AMB). Codes with similar ideas were clustered to form sub-themes and sub-themes with identical
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concepts were further grouped to form the final themes. The coding guide developed was used by
ascribing relevant aspects of the texts in the subsequent transcripts to existing categories, themes, and
sub-themes. Finally, we charted the data into the framework matrix as illustrated in Additional files 2

and 3.

Trustworthiness and rigor of the study

In this study, rigor and trustworthiness were established through explicit measures to ensure
credibility, transferability, dependability, conformability, and through a reflexive approach to the
inquiry and analysis [50]. To ensure credibility, during the data collection, we ensured that the
discussants were allowed to express.themselves freely during the discussions. At the end of each FGD,
we revisited the main points that came-out of the discussions to-confirm agreements, disagreements,
additions, and corrections from the participants. We also kept a reflective journal during the study,
which documented the discussions; deliberations, and decisions of the research team. To ensure the
credibility of the study findings, we provitded a comprehensive description of the study methodology,
and the findings are supported by verbatim responses from the participants. In reporting this study, we
followed the relevant aspects of the consolidated criteria for reporting qualitative research (COREQ)
[51] (Appendix B). The discussion schedule was designed based on FASD literature and in
consultation with the research team to ensure dependability. We also ensured the use of the same
discussion schedule to guide all the discussions. Furthermore, one member of the research team (BOA)
under the guidance of another member (FCM) coded the transcriptions and met afterward to discuss

the findings.
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Data management

To maintain anonymity and easy identification of the information sources, we coded service
providers (health professionals, teachers, and NPO workers) in the various departments (Education,
Health, and Social Development) as DOEx, DOHx, and DSDx. The x denotes an arbitrary number

from 1-12. The information will be kept for ten years.

Results

Following the coding guide (Appendix A) the findings are presented under the categories,
availability of guidelines/policies on FASD, development of guideline/policy document, current

practices and available interventions, and-identified policy requirements for FASD.

Category 1. No available guidelines/policies on FASD

All the selected relevant service providers (health professionals, teachers, and NPO workers)
acknowledged the absence of policies/guidelines to coordinate efforts toward addressing the issues
around FASD.

There is no policy that | am aware of, either in the hospital or at the [Western Cape] province

as far as FASD are concerned. (DOH; Health professionals)

There is no guideline to guide us on how to do things, how to deliver our services better than
what we are doing now. | think the research [on FASD] is not sufficient to guide the

policymakers at the moment [to develop policy on FASD]. (DSD2, NPO workers)

There is no clear policy or guideline for us that guides the intervention. Our NPO is under the
Department of Social Development (DSD) and with our intervention programs, we have just
started prioritizing [FASD] and | think that it is why your study is so important to see what
[FASD] policies that can be put in place. (DSD; NPO workers)
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Some of the participants, however, indicated that various clauses exist in different policies, which

could be used for the prevention and management of FASD.

No, we do not [have a policy for FASD], they have mentioned [FASD clauses] in health
[polices], but there is no clear [FASD] policy. (DSD; NPO worker:)

I think the government has it [FASD-related management] on add-on basis [in other policies].
[For example], the Department of Education has a policy on inclusive education that will govern
the education of all children with special needs, including children with FASD. The Department
of Health recognized these [FASD] as a mental health issue and they [FASD] are mentioned in
Western Cape Government policy like first 1,000 days. | do not think there is a specific
document called FASD policy in Western Cape, but you can find an overview of FASD in
different policies. (DSD: NPO worker»)

Category 2: The need for developing a gutdeltne/policy document

Some participants expressed the need for a separate guideline/policy to encourage a holistic and
robust approach to address FASD issues. The participants expressed the need for a document that will

specify clearly the needs of individuals:with FASD:

Our non-profit organization is under the DSD and with our intervention programs, we have just
started prioritizing [FASD] and | think that it is why your study is so important to see what
[FASD] policies that can be put in place. (DSD: NPO workers)

We need a document that will state these are the needs of the children with [FASD]. There must
be a clear plan, for example, if a child [with an FASD] enters into a system, what are the needs
of that child [with an FASD]. This must be in a document. [This is] because from this document,

the NPOs can start creating services that are necessary. (DSD: NPO workers)

The policy should include an urgent referral to a health team when a child is diagnosed with [an
FASD]. Early intervention from an allied health perspective; the better the diagnosis and the
better the outcome for the child with [an FASD]. So, | would definitely want that in the policy.
(DOH3 Health professionalg)
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However, other participants said there are many other policies that can address the issues
experienced by individuals with FASD. They argued that the most important issue is the lack

of proper implementation of existing policies because of limited resources.

I am adding to what participant eleven has said, there are lots of policies already [though] not
specific to FASD but offered services for the children in general. The big concern is not the
needs of the child [with an FASD] but lack of funding for the workforce (DOH, Health

professionali)

Category 3: Current practices and available interventions

This category presents current practices and interventions for the prevention and management of
FASD as reported by the service providers.-The-participants-reported prevention and management
interventions currently applied in their various organizations based on the clauses of FASD policies
that exist in other South Africa policy documents, A list of the current practices and interventions for
the prevention and management of FASD-identified by the study participants are presented in

Additional file 2.

The participants shared that they conduct educational programs in schools aimed at creating
awareness for children on FASD. These programs usually focus on prevention, which the service
providers do through experiential learning; making the children aware of the danger of drinking

alcohol during pregnancy.

We have awareness programs in primary and high schools; focused on the prevention
and early interventions. So, we have different programs in schools ... (DSD2 NPO

workers;)

We have a program, which is called “Care for Babies.” It is of experiential learning to
the primary learners’ (grade 6 and 7); experiential learning of foetal alcohol syndrome.
We introduced fetal alcohol syndrome [FASD] at their levels. We do activities like
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playing games and symbolic talking message for children to understand what is fetal
alcohol syndrome, the dangers and disabilities if a mom [mother] drinks alcohol during
pregnancy. (DSD2 NPO worker,)

A participant reported on an intervention targeting adults (especially pregnant women) in the

community. The intervention focuses on the effects of drinking alcohol during pregnancy.

We work in the community with the adult pregnant women; educate, inform, and
support them. We share with them the effects of drinking alcohol during pregnancy. So,
we have training sessions each month focusing on fetal alcohol syndrome, drugs, and
pregnancy itself. We have individual sessions, motivational intervention talk, family

sessions, group sessions, and pregnant women sessions. (DSD2 NPO workers;)

The participants discussed various interventions targeting pregnant women as they are considered

the primary target for prevention.

We have two community workers working in two different areas. We will recruit 40 mentors
and 120 pregnant women and divide them into twa groups. We have 60 pregnant women and
20 mentors in one area and 60 pregnant-women-and-20-mentors in the other area. So, each
mentor has to mentor three pregnant women and each coammunity worker has to work with 20
mentors. (DSD,; NPO workers;)

We have a prevention program, where we work with pregnant women. We will recruit them
before twenty weeks of the pregnancy and work with them through the pregnancy period. (DSD1
NPO workers)

The participants mentioned other interventions that cover various segments of the community such
as the substance abuse program, which aims to raise awareness on FASD. Also, training of volunteers

in the community to disseminate information on FASD to the community.

The Department of Social Development (DSD) has a program, which is called substance abuse
program and part of the substance abuse program is awareness intervention. However, they
[DSD] do not deliver these services directly they use a service provider in NPOs to provide such
services. (DSD, NPO workers)
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We have a program called, Train the Trainer; we train social workers and volunteers
(facilitators) in the community on fetal alcohol syndrome, alcohol, and drug abuse. So that they
can now present fetal alcohol syndrome to the community and we give them visual presentation
material that can be used to develop the community capacity on FASD information. (DSD, NPO

workersygs)

Another participant shared services that focused on parents — counseling and educating on the

effects of alcohol on the baby.

Our services focus on the parents, we counsel and educate about the impacts and effects
of alcohol on the baby. (DOH> Health profesionals)

Some participants reported the existence of referral systems for pregnant women drinking during
their pregnancy and high-risk mothers. They mentioned the involvement of families and the provision

of education, assistance, and referral-aiming at-helping the women.to stop drinking.

When we see these pregnant patients [consuming alcohol], with dignity we take them to support
groups to get assistance and we will involve their family|where possible. We help high-risk
mums, we get them help with delivery,-and-we will get-involved during birth and post-delivery
of the child. (DOH- Health professionals)

When a mother has been identified consuming alcohol during pregnancy, then they [pregnancy
women] will be referred to us. And we will do the education then refer [them] to the community,
South African National Council on Alcoholism and Drug Dependence (SANCA), and all other
organizations that are within the community that can assist the mother to stop drinking alcohol.
(DOH; Health professional;)

In addition to preventive approaches and interventions, the participants identified various
management interventions that are currently applied in their organizations based on the FASD policy

clauses existing in the different policies used for their organizational operation.

Some participants identified blanket interventions for every child that also encompassed FASD.
Every child is screened for developmental delays including delays resulting from prenatal alcohol

exposure.
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Our service is part of [a] general intervention, as participants one and two have explained. We
check every child for developmental delay, and if we identify the need for screening we will
screen, and we will then follow through with the management as suggested by the result of the
screening. (DOH2 Health professionals)

Some of the participants also reported allied health interventions for the comprehensive

management of children with FASD.

We treat the FASD patients like any other patient, just like a child that is not speaking because
the child has a language delay. We use the same strategies and techniques. (DOH; health
professionaly)

We just do hearing screening for all children identified with maybe language delays to see if the

delay is caused by hearing loss. (DOH, Health professionals)
Some of the participants reported that proper diagnosis-made at a tertiary hospital.

We refer them [the children] to be diagnosed at tertiary Thospital], and if required of us to follow
up with the patient from a developmental perspective, we|do [so] from when they [the children]

are born to ages of six. (DOH; Health professioals)

In the clinic, we make a diagnosis, but from a genetic point of view, diagnosis requires [a]
medical geneticist and further development follow-up is done ‘at tertiary [hospital]. We will
follow up with the patients as a team of.allied health/ professional with the development of the
patient. (DOH- Health professionals)

Some of the participants indicated that a collaborative intervention involving the Department of
Education’s office, the parents, and the schools towards assisting a child with learning disabilities

(including FASD) should be established and coordinated.

We have psychologists and therapists working at the Department [of Education] so, a child can
be referred there. For instance, if a child is in the mainstream and the child is struggling, they
[psychologists and therapists] will assess and then refer [the child] to a school like us [special
school]. (DOE; Teachers)

We have a very good relationship and partnership with the parents and we try to bring those
[parents] on board to let them [parents] know what we do at all times. To let [parents] understand

their children and for us to know what is going with the parents. We discovered these children
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have other social and family problems and that a lot of them are living in foster homes. (DOE3
Teacher,)

The participants shared interventions focused on educating children with FASD to the best of

his/her ability. They indicated the provision of specialized and individualized education.

We give them [the children] an education that is our main purpose; they come here to be
educated. This is a departmental school and according to white paper 6, every child has a right
to be educated according to his/her ability. We educate them [the children] according to their
ability — that is the intervention. We also do a sort of curriculum adaptation and extra curriculum
activities such as sport and other things; that it is the service that we provide as a school. (DOE3

Teachers)

We are dealing with SID (severe intellectual disabilities) and FASD is among them. When they
[the children] are starting from preschool, we have an individualized educational plan [IEP],
which is for each child in our classes-At-the beginning:of-the-year, occupational therapists and
physiotherapist come in to do an assessment from which an IEP will be developed for each child

and this will be followed for the year. (DOEs Teacher:)
Some participants reported on schools available for educating children with FASD.

We are rendering residential care for children; specifically,.children with FASD. We have
Schools that accommaodate the children that are affected with'the FASD. (DSD1 NPO workers)

Our school is a special school; all our children have a particular special need. So, each child is
treated according to these special needs and the FASD children are not different in that sense.

So, they have access to our education system. (DOE3; Teachers)

A participant reported an adaption of the curriculum to make it functional for children with FASD.

Our curriculum is very much functional academic based. We take Curriculum and Assessment
Policy Statements (CAPS) and make it more functional for our children. This is because if they

are in our school they need to learn in a more practical way. (DOE3 Teacher,)

Some participants also reported that there were interventions that provided skills to individuals
with FASD. They also identified a school that is providing skills to individuals with FASD between

ages 14 to 18 years.
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We provide social skills for them [individuals with FASD] so that they are socially developed
in our society. We are teaching the children what they should be doing and how they should
behave in society. (DOE3 Teacher.)

There are schools of skills, but they take children only from 14 to 18 and those are children who
are usually stronger than the children in this type of school. So, some of them have FAS, | taught
one of them [an individual with FASD] for some time in the Northern part of the country and
she is doing very nicely. (DOE3 Teachery)

Another participant described how individuals with FASD are provided with life skills.

We interact with the community in a sense; all the children are placed in a workshop
environment or a work environment so that when they leave, they are equipped with lots of life
skills. (DOEs Teachers)

Participants re-counted various support structures for children, families, pregnant women, and
individuals affected by FASD such as.the school health system, which caters to children health needs

when they are in school.

The school health system connects with the-hospital,-and ‘social-service[s] are involved right
from the start as soon as there are concerns about alcohol use in pregnancy. (DOH; Health

professionals)

From the age of six, they [children] go to the school health clinic concerning health problems,
so they [children] are followed up by the school health clinic as they are in school. And so, the
adolescent is meant to be followed up by the school health system. (DOH; Health
professionals)

Some of the participants reported training of professionals such as teachers, social workers,

psychologists, and other professionals as current programs in place.

We do professional training, where we speak with different professionals such as social workers,

nurses to inform them about the services we offer. (DSD; NPO workers)

We also train teachers who work with the children, so that those teachers can look after/help the

children in the class. So that the children do not fall too behind. We also work with the school
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psychologist in the areas, so that if the child is not coping with the mainstream school, they
[psychologists] can refer the child to the special need schools. (DSD1 NPO workers.)

Category 4: Identified policy requirements for FASD

This category presents the suggestions made by the participants on what they thought should be
included in the FASD guideline. A table identifying all the interventions and programs that were

suggested by the participants is submitted as Additional file 3.

Participants suggested that preventive awareness programs should be a continuous program and

should target people of all ages.

If they [government] would have better prevention-awareness programs running, people would

be aware of the secondary disability-and-its-impact—(DSD1 NPO-workers;)

So, | think prevention should not actually start when they are already pregnant. | think that
prevention should be aimed at the adolescent,|to teach them goad social drinking behaviours.
(DOH; Health Professionals)

Some participants suggested the need to include programs in the policy that target adolescents. The
participants stated that adolescent should be well informed of the"dangers of drinking alcohol during
pregnancy.

We need to target the adolescent population, this is not like a health problem; it is a

social/education problem. Once a mother is drinking during pregnancy, there is nothing you can

do to change... (DOH3; Health professionals)

These days, teenagers begin to have sex and drinking alcohol at the age of 13 years. So, | think
even from primary school, children should be made aware of the negative effects of everything.
(DOH; Health professionals)

Participants also strongly emphasized the need for on-going social marketing by relevant mass
media operators regarding sending messages to encourage pregnant women to refrain from drinking

during pregnancy. The participants suggested the use of community leaders for social marketing.
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Social development can put posters in the community for the community to connect with the
media, adverts on TV, and radios. There is a lot of stuff that social development can do as a
department. (DSD: NPO workers)

There is a need for awareness, where this campaign is going out there and say do not drink when
you are pregnant. They might use community leaders; they could be trained just in the basic
information that drinking is not allowed for pregnant women. (DSD; NPO worker)

Participants proposed the need for awareness through social media including posters, awareness

campaigns, and advertisements.

There is a need to be marketing material; we need to use media that is impactful in the

community. We should have a TV media program in the community. (DSD: NPO worker,)

On FASD awareness day (9 September), promoting public awareness is very important in
schools, in health services, and in social work services.-Fhe government should have policies in

place so that they can actively promote public awareness. (DOEgz Teachers)

Participants suggested that there should he awareness at schools (primary and high) and University

that no amount of alcohol is safe during pregnancy.

Prevention needs to be happening in the schools; teaching primary and high schools; bring
intervention to them, then the Department of;Health has-Community Health Centres (CHC) to

give posters and videos. (DOH3; Health professionals)

Going to the mainstream schools, high schools and telling people about FASD, training and
letting them know about drinking during pregnancy. This is because many young people think
that one or two drinks are fine to drink when you are pregnant, but they are not always aware of
the dangers of drinking. Training young girls at university and letting them be aware. (DOE;
SP.)

A participant proposed the need for robust referral pathways for prevention to be included

in the policy.

They [drinking women] need to be referred to medical professionals because once you took one

child away from drinking women; the women need to be monitored. So, if these women become
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pregnant again, they must be urgently referred to an organization that already has a successful
program running, so that intervention can take place. (DSD;: NPO worker)

The participants proposed that the problems associated with FASD could not be resolved by one
department. Thereby the participants suggested that the policy should facilitate collaboration for

preventive efforts among departments.

We need to start providing early intervention from the beginning. There must be a
multidisciplinary group in place immediately around the child. So, the policy should be or need
to state what will happen with the child. (DSD1 NPO workers)

It is not one specific department, which is supposed to be in charge of this [prevention]. We
need to start with the young children so that we can prevent it from happening again in the
future. (DOH; Health Professionals)

Some participants suggested that-the peticy shoutd-factitate-training and support for parents and
caregivers of children with FASD to understand-the-challenges-faced by children and learn skills to

help them better manage.

A support system may be for the parents; they [parent] should be involved in workshops on how
to treat and raise children with FASD. This is because | am sure that they [parent] come from
the streets and a lot [of] them do'not.understand.what is wrong with their child. (DSD; NPO

workerz)

They [professionals] need to train these parents on the primary and secondary disabilities
[related to FASD]. There is a need for social workers to go to these houses to provide emotional
support for the parents and make sure that the children are in caring homes. (DSD: NPO

workers)

Some participants identified the need for a separate school and revitalisation of special classes in
the mainstream school for children with FASD. The reason the participants provided was that children

with FASD might feel inferior to other children because of their intellectual abilities.

They [children with FASD] need to be separated from normal children, so I think we need to

build the schools for FASD children. But, we take the same school curriculum and adapted it to
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suit their needs and ability. They [children with FASD] might feel inferior to other children
because they cannot do what other children can do. (DSD2> NPO worker>)

We need more [special] schools like this, maybe smaller ones in each smaller community but
the school that will cater for the needs of these children at different levels. Also, they
[government] should bring back those special classes to the mainstream schools. (DOEs

Teachery)

Some of the participants advocated that policy should acknowledge that FASD is a multi-

professional and interdepartmental issue and the departments should collaborate in addressing the gaps

around FASD services.

I think the policy should encourage corporation between [Departments of] Education, Health,
and Social Development; they should work together. It should be put into the policy that health

services should support education and social services..(DOE; Teachers)

One department cannot do this in isolation, there should be a fundamental process of diagnosis.
When a child with an FASD is diagnosed by the Department of Health, then the Department of
Social Development should be informed so that they can follow up with the child. (DSD1 NPO

workers)

A participant proposed the need for:a referral pathway for management to be included in

the policy so that better outcomes can be achieved for individuals ‘with FASD.

The policy should also include urgent referral to a health team when a child is diagnosed. The
earlier the intervention from allied health professionals, the better the prognosis and the outcome
for the child. So, | would definitely want that in policy, the children should be referred early.
(DOH; Health Professionalg)

Some participants want courses and training on how to manage FASD to be included in medical

training as this is currently absent. Participants were of the opinion that policy could facilitate this.

You never get the training or given skill on how to manage these [FASD]. You were just given
information about FASD. So, you were not given the skill after the training that can be used to
manage these kinds of cases (FASD) (DOH3; Health Professional.)
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We do not receive a specific course on FASD, we would just manage the patients based on the
symptoms they present. We will manage FASD children like any other child with developmental
delay. (DOHj3 Health Professionals)

A participant proposed training of professionals such as lawyers, teachers, social workers, and

nurses to enable a proper understanding of FASD issues.

There should be training for the professionals, lawyers, teachers, social workers, and nursing
staff; so that they could start to recognize what is actually happening with individuals with
FASD. (DSD1 NPO worker)

The participants reported that they were given generalized training on disabilities as a special need
for teachers, and reported a lack of specific training on FASD. The participants thus suggested that
policy could facilitate specialized training on FASD; especially training on how to identify affected

children and how to counsel the parenis-of these-children.

We are all trained as special needs teachers but there is no specific training for FASD. We are
special needs teachers, we cover every| diagnosis| [disability] that children may have. They

[trainer] are not saying there is special-training for- FASD. (DOEs Teacher)

The Department [of Education] organises many workshops but ‘we do not have workshops
specifically on FASD. So, the Department must provide a way for us on how to identify children
and on-going training on screening potential children. Also, training on how to counsel the
parent because parents are the reason why the children are [suffering from] FASD as they [the

parent] abused alcohol during pregnancy. (DOE3 Teachers)

Discussion

This study is part of a project aimed at designing a guideline to inform policies on FASD [35]. In
this study, we explored the perspectives of different service providers, regarding various existing and
required preventive and management approaches for FASD. Additionally, those strategies that could

facilitate a multidisciplinary, multi-sectoral, and holistic approach to FASD.
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The manifestations of FASD can involve primary and secondary disabilities [52]. These disabilities
usually include educational, medical, and social issues. At present, each department in a generic
manner addresses the issues related to FASD based on the clauses that exist in their current policies
and guidelines. For example, the Department of Education mostly focuses on addressing educational
issues (learning disabilities). These are not particularly related to, but may include FASD, and are not
particularly focused on the broader medical and social issues. Similarly, the Departments of Health
and Social Development, follow policies that address general health issues and social problems,

respectively.

With each department delivering care for individuals with FASD working ‘in silos’ and following
a nonspecific approach from their own perspective, the prevention and management of FASD remain
uncoordinated and ineffective. This approach-is-contrary-to-the-multidisciplinary, multisectoral and
holistic approach required for the proper management of FASD [53], as FASD-related issues are
multifaceted with intrinsic and extrinsic factors responsible for the outcomes. Clauses relevant to the
prevention and management of FASD that exist in other policies have not been able to effectively
address the issues of FASD, which could be facilitated by thecreation of a specific FASD policy [11,

54].

Despite that there are various current preventive interventions reported, the prevalence of FASD
in South Africa, especially in the Western Cape Province continues to be high [15]. Therefore,
researchers and public health specialists advocate the need for preventive interventions that are
sensitive, responsive, and appropriate to the context [11, 54]. In South Africa, this is an indication that

the current preventive interventions have not been effective in reducing the prevalence of FASD.

The reasons for the persistently high prevalence of FASD could include the generic nature of
interventions for FASD prevention and management. Not only that, but it could also be the current

lack of specific prevention interventions for women of reproductive age and their partners or families.

59



Of which the latter is level-two of four levels of prevention for FASD as proposed by Poole et al. [22].
The reason being that alcohol exposure is likely to occur before women know they are pregnant and
therefore before they present for prenatal care. Therefore, prevention needs to be targeted more broadly

and require proper understanding of alcohol and contraceptive use and norms of reproductive age [31].

Furthermore, the current prevention approaches are focused on educating people about the risks of
drinking during pregnancy without taking into account the wider societal problems with alcohol use
in the community. These approaches are assuming that the community just needs to be provided with
expert information about the risks of alcohol consumption and they will be able to change their
behavior. However, research from other drugs/alcohol areas shows that education doesn't necessarily
change behavior [55, 56]. Therefore, the policy needs to address the fact that the prevention of alcohol
use during pregnancy is much more-comptlicated-than-just-providing information about the risks of
drinking during pregnancy. Also, policy needs to address factors that influence women's drinking such
as having partners or family members whao drink and experiencing domestic violence, as research has

shown women experiencing domestic violence are more fikely to abuse alcohol [57].

In addition to the above reasons; the highiprevalence of FASD in South Africa could be attributed
to a lack of re-contextualization and decolonization of current policy discourse and failure to reframe
the problem of FASD. Thus, the solution to the FASD problem could be realized by addressing the
structural, social and historical processes such as urbanization, racialization, and colonialism that are
responsible for women’s health and social inequities [58]. Moreover, most of the current interventions
are not evidence-based as there is a paucity of local research in South Africa [59]. Therefore, there is
a need for specialized and targeted preventive services and the need to address gaps in current policies

and policy implementation to facilitate effective intervention [20, 32].

In a broader perspective, the reason for ineffective interventions could also be related to the

characteristics of the communities [14], which are marginalized environments where the pre-requisites
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of health (peace, food, shelter, sustainable income/livelihood, and stable ecosystem) are not met.
Therefore, there is a need to address the above social determinants of health that pre-conditioned the
health of these individuals. For this reason, we are developing guidelines to facilitate a holistic policy

for FASD, which entails the participation of all in the prevention and management of FASD.

The ineffectiveness of the current preventive interventions could also be a result of the barriers
identified previously in Canada [22]. These include the conflicting messages in the media about the
amount of alcohol that can be consumed during pregnancy and lack of skills by service providers to
discuss alcohol with women and their inability to connect women to the appropriate services. Women
also fear losing custody of their children if they access services and existing barriers to accessing
support systems such as lack of affordable housing and transportation [22]. Therefore, in addressing

these barriers to effective interventions;-a-policy-is-needed.

We noted that there are available management services, however only a few specifically target
FASD [31]. We also discovered that there are only a few management services targeting adults with
FASD [60]. Our study highlights the need-for a;specialized intervention, which will enable children
with FASD to receive early intervention and follow=up to adulthood [61, 62]. Early interventions show
promising outcomes and have the ability to prevent secondary disabilities. Therefore, to facilitate
appropriate interventions at every age policy is needed, as the effective management of primary and
secondary disabilities require sustainable commitment from government and service providers [18,

21].

We found various suggestions on what could be included in a guideline/policy for the prevention
and management of FASD in South Africa. Some of our findings were supported by other studies that
had examined the policy and intervention requirements for the prevention and management of FASD,
locally [31, 63] and internationally [30, 64, 65]. These findings include support for individuals with

FASD and their families, public education and awareness, specialized support for pregnant women,
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training for relevant professionals and community awareness of FASD to prevent prenatal exposure to
alcohol. Therefore, local and international research could assist in informing policy development in

South Africa.

Locally, Rendall-Mkosi et al. [31] identified service coordination and consensus building,
surveillance and detection of alcohol-exposed pregnancy (AEP) and FASD, monitoring alcohol use in
women of childbearing age, the detection of and intervention with women at risk of AEP, public
education and awareness, and intervention and support for individuals with FASD. The above
interventions were seen as efforts that could facilitate the prevention and management of FASD. In a
policy brief in 2008, policy requirements considered to address FASD issues included surveillance and
monitoring, screening and brief interventions for women, awareness-raising and education on FASD,

liquor control, and research gaps in’'services-and-interventions [63].

Internationally, Canadian experts have identified a four-level model for FASD prevention [65].
This includes public awareness and broad-health promaotion, conversations about alcohol with women
of childbearing age and their partners, specialized support for pregnant women and postpartum support
for new mothers [65]. The above interventions were similar to aur findings on preventive intervention
requirements for guideline/policy. George and Hardy [64] analyzed the funding proposals submitted
on FASD in Canada and identified the following proposed strategies for the management of FASD:

(1) Support for individuals with FASD and their families to develop life, social, parenting, and

employment skills;

(2) Access to direct services such as housing and care in schools;

(3) Intensive training for professionals working with individuals with FASD and the community;

(4) Provision of libraries and resource rooms, curriculum, program manuals on FASD;

(5) Access to training designed to raise awareness about FASD;

(6) Support for individuals with FASD and their families during significant life transitions;
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(7) Peer support for children and youth with FASD and their parents;
(8) Research on interventions targeting various FASD outcomes; and

(9) Diagnostic clinics for adults and the creation of networks of professionals and families.

The Australian Action Plan, in which five priority areas for the prevention and management of
FASD across the lifespan were identified, resembled those found by George and Hardy [64]. These
included increasing community awareness of FASD to prevent prenatal exposure to alcohol and
improve the diagnostic capacity of FASD. Furthermore, interventions to assist individuals with FASD
to achieve their full potential, improve data collection to understand the extent of FASD, and close the

gap on the high prevalence among the certain population were recommended [30].

Findings from this study have significant-public-health implications. The fact that the current
practices have not reduced the prevalence of FASD 'in South Africa should be seen as a challenge to
public health. Given that many women are aware of the dangers of drinking alcohol during pregnancy,
the prevalence is still high showing that we need to reconsider how we are approaching the prevention
of the problem. Efforts should be made:to-urgently address the maternal risk factors for FASD [42]
and the social determinants that precondition the behavior.and health of these women [14]. In addition,
we recommend that further research is needed to evaluate current practices and interventions
systematically to see the extent they have prevented FASD or benefited individuals with FASD. Also,
further research is needed to investigate the barriers and facilitators to reducing the prevalence of

FASD in South Africa.

Strengths and limitations of the study

In this study, we used focus groups as a method of inquiry, which allowed the researchers to get a

response from multiple participants. Furthermore, it allowed participants to validate each other’s

63



responses. A limitation of this study is that we used available participants in a single setting for most
of the focus groups, as it was difficult to combine participants from different settings. This prevented
some professionals from participating in the focus group discussions and caused variations in the
number of participants per focus group. Furthermore, the participants from the Department of Labour
and the Department of Justice who supposedly render services to individuals with FASD were not

sampled, while their responses might be valuable in developing an integrated policy.

Conclusion

Despite various prevention and management strategies being currently implemented, the
prevalence of FASD remains high-in-Seuth-Africa, especially in the Western Cape Province. The
reason for the persistently high prevatence of FASD could be related to the generic nature of FASD
prevention and management approaches, lack of evidence-based approaches and coordinated effort.
Therefore, the need for a policy to ensure a coordinated and holistic effort for the prevention and

management of FASD is highlighted:
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Additional file 1: Interview guide for focus groups interviews

Introductions and purpose of interview explained and consent form signed.

(h
2)

Which services and interventions do you provide to individuals with FASD?
In what context — as part of the policy or general interventions!?

Themes to discuss or probe:

Department of Health:

Diagnosis, follow-up services after diagnosis

Ages and development (what about adolescents and adults)?

Mental health and psychiatric conditions

Use of alcohol/substances

Sexual behavior

Preventative services = mother alcohol use, health promotion, maternal, and community education

Department of Education:

School experience of individuals with FASD

Absence from school

Specific language, cognitive, literacy, social skills or.other training? (Child and parents)
Parental involvement

Ages and development (what about-adolescents)?

Department of Social Development

Continuing services to individuals with FASD irrespective of age
Family services and single parent services

Living conditions and recreational-facilities

Employment and recreational activities

Inclusion in communities, schools, ete.

Financial assistance

Disability services

Alcohol and substance abuse

Sexual behavior

Conflict with law

Preventative services: alcohol abuse of mothers, communities, alcohol as payment, social skills training, and

family coping with FASD

©)
(4)
©)

(6)
@)

Describe the services that are currently provided by your department to individuals living with FASD,
families and community?

Can you please describe the type of services you think your department should be provided for individuals
living with FASD, families, and community?

Describe which services/interventions do you think should be included in policy or guidelines for practice
in terms of individuals with FASD, families, caregivers, communities, and service providers (training,
resources and collaboration between departments)? How can they be included?

In developing guidelines that will inform policy development express your opinion on those things you
think should be included/excluded in the guidelines?

Describe how adequate are the responses of your department to FASD with regards to existing
policies/guidelines and services?
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Additional file 2: Current practices and interventions

Prevention practices and Clinical Refer to Non-profit Organisation with service for people with
interventions alcohol problems

Advising pregnant women on alcohol use

Taking alcohol history during the antenatal booking

Counselling and referral to the community-based organisations
and support group for assistance

Alcoholic women referred to Social workers

Family involvement for at-risk mothers

Educational Prevention awareness in schools on alcohol

Community talks on food and alcohol use during pregnancy

Training of community workers to educate communities on
FASD

Distribution of information pamphlets on alcohol and alcohol
abuse

Health education for women

Train the trainers programme on FASD

Social Support for women in the community to abstain from alcohol
during pregnancy.

Including pregnant women in identifying programmes to prevent
FASD

Raising awareness-through-theatre, experiential learning, and
night sessions in the community and schools

Educate, inform, mentor, and support pregnant women

Motivational counselling for pregnant women

Management practices Clinical S;:};zeni}\;g, diagnostic, assessment, and therapy for children with
and interventions FASD

General developmental screening at six weeks for children

Assisting a child with language and feeding problem

Referral for a child with developmental delay to appropriate
services

Developmental stimulation for children with FASD with
developmental delay

Mental health service for children with FASD

General medical support for children with FASD

Interventions to improve fine and gross motor for children with
FASD

Counselling and educating parents on a child diagnosis and
management at home

Exercise intervention for children with FASD

General management plan for children with developmental delay

Referral of children with FASD to children homes

Educational Educating children with FASD

Extracurricular activities for children with FASD

Language, mathematics, social and life skill development for
children with FASD

Placing children with FASD in a workshop environment.

Development of IEP and curriculum based on assessment

Appropriate school referral for children with FASD

Availability of school of skill for older children
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Parent involvement in the management of children with FASD

School health clinic assist with the management of children at
school

Occupational services aim to improve learners’ outcome

Storytelling to improve child cognitive

Exercise activities (finger, drawing, and painting) for children with
FASD

Training of professionals and parents on FASD management

Special teacher and support teacher to assist the children with
FASDs

Use of picture for the explanation of concepts in the classroom

Early childhood schools for children with FASD

Social Residential service for children with FASD

Interaction with the community toward assisting a child with
FASD

Advocating for the right of individuals with FASD

Availability of foster care for children with FASD

Support for parents’ with a child with FASD

Availability of protective workshops for adults with a disability

Availability of daycare service for children with disability

Assistance with.grants application

Additional file 3: Identified policy requirements | | | |
Prevention policy Clinic Encourage early booking for pregnant women

requirement setting Counselling-services for women on alcohol abuse

Holistic approach to FASD prevention

Refer and sﬂp;org for women with alcohol problems

On-going counselling'on FASD in clinics

Use of community health forum for FASD prevention

Educational  Education on danger in drinking during pregnancy

setting Health education on FASD for all

Awareness in schools and public places on FASD

Poster in building on the danger of drinking alcohol during

pregnancy

Use of labelling, posters, adverts, pamphlets, and video on

FAS for campaign

Education on FASD for teenagers and in schools

Prevention programme on the effect of alcohol for schools

and community

Use of billboard for messages on maternal drinking

Use peer education for prevention

Skill training for women in the community
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Awareness of no amount of alcohol

Social Working with other sectors like Police service

environment Regulation of shebeens/taverns to control alcohol sales

especially to pregnant women

After school activities to promote healthy behaviours

Use of community-based workers to delivered message on

FASD at homes in the community

Enforcing the law against alcohol abuse

Community-based approach to FASD prevention

Use of law to prevent the pregnant mother from buy

alcohol

Use of community work to assist women

Management policy Clinic Awareness and prevention of FASD in clinics
requirements setting Motivational talk and counselling in clinics to reduce
drinking

Integrating the system of identification and coordination of

services for-children

Early diagnosis and. management of FASD

Provision of mental health service to individuals with FASD

Stimulation of child’s development

Create national surveillance for FASD

Thorough developmental screening for children

Establishment of amultidisciplinary team for management of

FASD

Clear referral pathway between departments on the

management of FASD

Development of appropriate age interventions for children

with FASD
Educational Interdepartmental involvement (SAPS, churches, DOE,
setting DSD, DOH, and NPOs)

Training and workshops for teachers on how to counsel

and support parents’ who have children with FASD

Educate parents and support groups on FASD management

Provision of specialised schools for children with FASD

Refer children with FASD who are struggling in the main

school to special schools

Comprehensive learners’ bio-data for children with FASD

Involvement of the parents in the management of children

with FASD children
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Assist learners with schools closer to their home

Increase government involvement in schools

Modification of CAPS and use of |IEP for children with FASD

Advert on TV, radios, and posters on FASD in the

community

Support for children with FASD in the mainstream

Building more special school

Training of social worker, health professionals, and

teachers on FASD

Provide individuals with FASDs with various skills

Assist teachers with classroom management

Appropriate placement for learner ship for individuals with

FASD

Social Support system for individuals with FASD and family in the

environment community and in schools

Provision of social grant for individuals with FASD

Stipport progr;nTmes for individuals with FASD in foster

care

Development of proper implementation plan for policy on
FASD

Awareness programme on primary and secondary

disabilities of FASD in the community

Promote—iﬁd—e.pgndent living for individuals with FASD

Community services aim at integrating individuals with

FASD

Provision of grants in form of food to Individuals with

alcohol problems

Awareness and prevention of FASD in the community

Protection for individuals with FASD

Build residential and daycare facilities

Ban alcohol advertisement in media

Appendix A — Coding guide

Categories Themes Sub-themes

No specific guideline/policy
Availability (lack) of policies/  document on FASD

guidelines on FASD Clauses in other guidelines/policy
documents
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Development of
guideline/policy document

There is a need to develop a
separate guideline/policy
document

There is no need to develop
separate guideline/policy
document

Current practices and
available interventions

Prevention-related interventions

Clinical prevention interventions

Educational prevention interventions

Social prevention interventions

Management-related interventions

Clinical management interventions

Educational management interventions

Social management Interventions

Identified policy
requirements for FASD

Prevention-related interventions

Clinical prevention policy requirements

Educational prevention policy
requirements

Social prevention policy requirements

Management-related interventions

Clinical management policy
requirements

Educational management policy
requirements

Social management policy requirements
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CHAPTER THREE

Policymakers’ perspectives towards developing a guideline to inform policy on Fetal Alcohol
Spectrum Disorders: A qualitative study. International journal of environmental research and public
health. 2019 Jan; 16(6):945.

Abstract

Fetal alcohol spectrum disorder (FASD) has a high prevalence in South Africa, especially among
the poor socioeconomic communities. However, there is no specific policy to address FASD. Using a
qualitative study design, we explored the perspectives of policymakers on guidelines/policies for
FASD, current practices and interventions, and what practices and interventions could be included in
a policy for FASD. The data analysis was done using the Framework Method. Applying a working
analytical framework to the data, we feund-that therets-no-specific policy for FASD in South Africa,
however, clauses of FASD policy exist.in.other policy documents. Preventive services for women and
screening, identification, assessment, and suppart for children are some of the current practices.
Nevertheless, a multi-sectoral colaboration and streamlined ‘program for the prevention and
management of FASD are aspects that should be included in the policy. While there are generic clauses
in existing relevant policy documents, which could be attributed to the prevention and management of
FASD, these clauses have not been effective in preventing and managing the disorder. Therefore, a
specific policy to foster a holistic and coordinated approach to prevent and manage FASD needs to be

developed.
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Introduction

Alcohol is identified as the primary cause of preventable birth defects and developmental disorders
[1]. Fetal alcohol spectrum disorder (FASD) is an umbrella term for the four categorical diagnoses in
one diagnostic schema and a diagnostic entity for the adverse effects of prenatal alcohol exposure in
another. The four categorical diagnoses of FASD include fetal alcohol syndrome (FAS), partial fetal
alcohol syndrome (pFAS), alcohol-related neurodevelopmental disorder (ARND), and alcohol-related

birth defects (ARBD) [2].

South Africa has the highest alcohol consumption rate (11 liters per capita) in Africa and among
the highest in the world [3]. The lifetime consumption of alcohol for men and women is 49% and 22%,
respectively [4]. The consumption rate-of women seems-low; yet-those who consume alcohol do so in
excess, and binge drinking is rampant [5=7].. Therefore,-it_is-no surprise that in South Africa the
national prevalence of FASD ranges from 29 to 290 per 1000 live births [8]. While the national
prevalence is comparatively high,-the prevalence of FASD in:the Northern and Western Cape
Provinces has received particular attention. Inthe'Northern Cape, the prevalence of FASD was 88 per
1 000 in grade one learners in 2008 [9]. in 2015, the prevalence had dropped to 63.9 per 1000 in grade
one learners, although still relatively high when compared to the national average [10]. In the Western
Cape, the prevalence of FASD in grade one learners was estimated at 89.2 per 1000 in 2007 [11]. By
2013, the prevalence had doubled (135.1 to 207.5 per 1000) [12], whereas it had increased to 170 to
233 per 1000 in grade one learners in 2016 [13]. These estimates indicate a persistent rise in the
prevalence of FASD in the Western Cape, indicating the need for context-specific preventive
interventions and early intervention. Although these studies were conducted at different sites, these
areas had similar characteristics (rural and lower socioeconomic status). FASD is recognized as an

important public health problem in South Africa [14].
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Consequently, various researchers have advocated for services that target FASD in various forms.
Some of these recommendations include context-specific prevention programs, the creation of
adequately resourced mental health facilities for supporting the mental health needs of women before
and during pregnancy and individuals diagnosed with FASD [15, 16]. However, appropriate
prevention and management efforts continue to pose a challenge for policymakers and service

providers.

According to Pienaar and Savic [17], there is a paucity of local research for evidence-based
interventions proposed by the National Drug Master Plan (2013-2017). Therefore, they suggested that
lived experiences of alcohol and other drug (AOD) consumers should inform the development of
policy. Interventions such as universal prevention, motivational interviewing and service provider
short courses for FASD prevention which-have-been-found-effeciive should also be included [18-20].
However, these interventions have ‘not been routine for FASD prevention or have low coverage
because of the inadequate health system [21]. Jacobs et al. [14] acknowledged that efforts were being
made to develop relevant policies to address the use of alcoholic beverages by pregnant women in
South Africa, but the authors stressed the need to address the gaps related to the conspicuous absence
of issues around FASD. Adnams [22] echoed the concerns of Jacobs et al. [14], advocating for

partnerships and collaboration to address these gaps.

Rendall-Mkosi et al. [23] reviewed the South African National Government policy documents to
explore the extent to which FASD is addressed. The authors found that only two documents referred
to FAS and another one to women and alcohol consumption during pregnancy. Rendall-Mkosi et al.
[23] also found that despite the absence of specific policies on FASD, the Departments of Health,
Education, and Social Development were offering services to individuals with FASD. Although, these

services are generic to people living with mental diseases and not specifically targeting individuals
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with FASD. In light of the absence of a coordinated effort targeting FASD, we identified the need to

develop a guideline to inform a multi-sectoral and interdepartmental policy to address FASD.

In this article, we report on a step towards developing a guideline to inform a coordinated approach
in the prevention and management of FASD [24]. We explored the perspectives of policymakers on
existing guidelines/policies for FASD, current practices and interventions, and what practices and

interventions that could be included in a policy for FASD.

Methodology

Study setting

This study was conducted in the Western Cape Province of South Africa, which has the highest
FASD prevalence in the world [13] although it Is only the fourth largest and the third most populated
province of South Africa. Within the Western Cape, FASD is maost prevalent in the low-income areas,
where binge drinking is rife, and the alcehol trade is largely unregulated. The Western Cape has a
unique historical drinking culture entrenched in a system known as the ‘dop’ system—whereby the
wages of farmworkers are paid using alcohol beverages [25]. Although the system has been abolished,
the lingering effects remain. To this end, risk factors for alcohol and substance misuse increase,
especially among populations with a low educational level and/or employed in menial jobs. Poor
mental health and risky drinking practices, especially among women of childbearing age, are some of
the many predisposing factors for FASD and these factors are endemic in this province [26]. The
Western Cape has an estimated 6.5 million residents [27] with an infant mortality rate (IMR) of 19.1
per 1000 live births and an under-five mortality rate (USMR) of 24.1 per 1000 live births [28].

According to Statistics South Africa [4], 38.1% women in the Western Cape reported having drunk
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alcohol once in their lifetime, while 27.3% had drunk alcohol in the preceding 12 months. Furthermore,
18% reported having drunk alcohol the preceding seven days, and 9.0% reported having drunk five or

more drinks at least on one occasion the preceding 30 days.

According to a study conducted in the Cape Metropole, Western Cape, out of 684 pregnant women
sampled, 36.9% confirmed that they had consumed alcohol during their current pregnancy or in the
three months before they knew they were pregnant [29]. “In another study conducted in Cape Town
with 110 samples (parents or caretakers of 110 children aged 4-12 years), the reported alcohol use six
months before pregnancy and during pregnancy was 38% and 15%, respectively [30]. In proxy
respondents, alcohol use six months before pregnancy and during pregnancy was 47% and 33%,
respectively. The disparity in the percentages recorded is attributable to the stigma and shame
associated with drinking during pregnancy-{30}--In-the-Western-Cape, women also considered drinking

alcohol during pregnancy as a coping strategy for their socio-political realities [31].

In the Western Cape, liquor-related commercial activities are'the second most frequent category of
business in the township economy [32].- These-liguor-related businesses are identified in the form of
shebeens/taverns, and an estimated 25,000 of unlicensed/illegali liquor stores are operating in the
Western Cape. About 60% of these shebeens/taverns are run by women selling low volumes of alcohol

to complement their household income. This trade has made alcohol available to people of all ages.

Study design

We employed an exploratory qualitative design. Information gathered from qualitative research
adds value to the development and implementation of guidelines [33] as it allows for an in-depth

exploration of the perspectives of relevant stakeholders [34].
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Sampling procedure

A two-step purposive sampling approach was adopted. Step one involved selecting three
institutions and step two involved selecting 10 participants who were policymakers on FASD-related
service delivery. In step one, the Western Cape Department of Education, and Departments of Health
and Social Development were selected as the most relevant stakeholders (policymakers) for the
development of policies, interventions, and services for individuals with FASD. In step two, we
adopted the following criteria to select the study participants, (1) participants working in any of the
above-mentioned Departments; (2) and having at least five years’ experience in policymaking or
services and implementing interventions for individuals with FASD; (3) or were members of the
multidisciplinary team working on FASD. The characteristics of the study participants recruited for

the interviews are described in Table 1

Table |: Characteristics of study participants

Characteristics 8 “i’arAtiéipants (N=10)
Number of interviews per department

Department of Education 4
Department of Health 3
Department of Social Development 3
Gender

Male 4
Female 6
Profession

Allied health 5
Others 5
Working Experience (Years)

5-10 3
11-20 3
21-30 2
31-40 I
41-50 I

Potential participants were directors, assistant directors, heads of programs, policy administrators,

policy developers, and policy monitoring and evaluation officers. All the participants had tertiary
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qualifications as the lowest qualification. They were recruited via emails, telephone calls, and personal
visits. Fifteen potential participants were identified. Twelve agreed to participate in the study, but only
10 were finally interviewed. While conducting the interviews, we reached data saturation with the

subsequent responses and discussions, as no ‘new’ information was elicited [35, 36].

Data collection

In-depth interviews lasting 30-60 min were conducted in English between September 2016 and
2017, and guided by an interview schedule (Additional File 1). We used open-ended questions to start
the interviews and follow-up questions to probe for additional explanations when required. We asked
the study participants various questions-on-available-policies-on - FASD, the coordination of FASD
interventions, and relevant aspects of FASD to explore information that could inform the development
of appropriate guidelines. All the interviews were audio-recorded with permission from the study

participants.

Data analyzes

The data were analyzed using the Framework Method [37], a part of the thematic analysis family
[38]. Following the Framework Method, we transcribed the interviews, and read and re-read for
familiarization. The transcripts were then coded inductively to generate initial codes and re-organized
to obtain refined codes. Using the initial codes, two of the authors (B.O.A. and F.C.M.) and an

independent coder developed a working analytic framework (Figure 1). Codes with similar concepts
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were grouped to form sub-themes, and those sub-themes, which addressed similar concepts, were

further grouped to form the final themes.

Clinical interventions

* Prevention-related
interventions
Educational interventions
* Management-related
interventions

Social interventions

-
Figure 1: A working analytical framm,‘

'''''''''

The working analytic frameworkMe dL“relop id \Lus a;l i
Rl | ¥ 115

y attributing relevant aspects of the

texts in the subsequent transcripts to existing categories, themes, and sub-themes. Finally, we charted

UNIVERSITY of th
the data into the framework matrix (Tables 2 and 3)
VESTERN CAPE

Trustworthiness and rigour of the study

The rigor and trustworthiness were established through credibility, transferability, dependability,
conformability, and reflexivity [39]. During data collection, we guarded against leading the
respondents and allowed them to express themselves in sharing information. We provided a detailed
methodology for the study. Verbatim transcripts of the participants’ responses were included to ensure
credibility. Furthermore, credibility was enforced through member-checking at the end of each
interview—a recap of the salient points that emanated from the interviews. In addition, a reflective

journal, which documented the discussions, deliberations, and decisions of the researchers was kept
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during the entire study. The reflective journal formed part of the audit trail that was kept for the study.
In consultation with the research team and based on the literature on FASD, the interview schedule
was developed in a way that allowed the required information to be obtained to ensure dependability.
The same interview schedule was used as a guide for all the interviews. Two members of the research
team independently coded the transcripts and met afterward to discuss the findings. An agreement was
reached by consensus. The research team (a Ph.D. student, an expert on FASD and two supervisors)
has no personal relationship with the participants, however, the university that approved the study has
a working relationship with the government departments. In reporting this study, all the relevant
aspects of the criteria for reporting qualitative research (COREQ) outlined by Tong, Sainsbury, and

Craig [40] were followed.

Ethical considerations

The approval for the study was obtained from the research-ethics committee of the University of
the Western Cape (BM/16/4/4), and “further. approvals: were ‘obtained from the Western Cape
Department of Education (20161212-6937), Department of Health (WC_2016RP29 862), and Social
Development (12/1/2/4). Before conducting the interviews, the study aims and objectives were
explained to the potential participants who were provided with an information sheet written in English
explaining their roles. The potential participants were requested to sign a consent form as they agreed
to participate in the study. Because some of the participants are in prominent administrative positions
within their departments, there is a chance that these individuals could be linked to their responses.
The researchers warned all the study participants of this potential before they signed the consent forms.
All information obtained during the study was kept strictly confidential on a computer with a password

known only to the research team.
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Data management

To maintain anonymity and easy identification of the information sources, policymakers in the
various departments are coded as DOEX, DOHX, and DSDX. X denotes an arbitrary number from
1-4. DOE represents the Department of Education, DOH denotes the Department of Health, and

DSD denotes the Departments of Social Development.

Results

Presented below are the salient categories, themes, and sub-themes obtained during the data

analysis.

Category 1. Availability (Lack) of guidelines/policies on FASD

All participants from the three selected « departments; acknowledged the absence of

policies/guidelines specifically addressing-the issues around FASD.

We (at DOE) do not have any direct policy for FASD but the policy documents | gave you

are all part of what we call inclusive education. (DOE-)

We do not have a guideline per se for FASD. We (at DSD) fund non-profit organizations
(NPOs) to render services. In our (DSD) annual performance plans, we (at DSD) have

indicators as to what we need to achieve as a department. (DSD:)

We (at DOH) do not have any guideline or policy specifically for FASD as such in our
Department, so there is nothing to guide any intervention or screening anything specifically.
(DOHy)
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One of the participants suggested that the absence of a policy on FASD could be related to the fact
that other ‘bigger’ issues such as mental health have not yet received the due attention to warrant a

separate policy as a coordinated effort to address it.

We [at DOH] do not even have a specific policy for mental health conditions but now it has
been combined with clinical conditions, e.g., HIV, AIDS, and mental health are included,
that it is [the only] health policy we have for now. We do not have any policy, but we did
develop a specific policy last year, but it does not look at FASD condition. It is just into
mental illness not into FASD . .. (DOHy)

Some participants, nevertheless, indicated that various clauses exist in different policies related to
the prevention and management of FASD. The following participants identified aspects of the

prevention and management of FASD that were found embedded in policies addressing other issues.

We (at DOE) have a policy document on-special education needs in terms of education. It is
a very broad policy document but Fetal Alcohol-Spectrum Disorder is one of the areas that
are titled in the policy document . . . we have the barriers to learning (aspects of the) policies
but that includes specific learning barriers, physical barriers (blind, deaf cerebral palsy
children). Therefore, FASD is one of the categories ... (DOE>)

I am in women’s health and we (at DOH in our division) deal with maternal health. In
maternal health, as part of antenatal care, we follow the National Maternity Care guideline
and it speaks to the first antenatal booking. There is history taking that we must do and the

part that history taking speaks to alcohol use as well. (DOHz3)

The FASD is part of a policy (alcohol-related harms reduction policy) but in a certain chapter
like health and social services, education awareness and community action group. Therefore,
it [FASD policy] is worked into our alcohol-related harms reduction policy, so it (alcohol-
related harms reduction policy) is becoming a white paper. It (alcohol-related harm reduction
policy) has gone through to the Cabinet and after Cabinet, it (alcohol-related harms reduction
policy) could become a white paper—official and then it (white paper) would become policy.
(DSDs)
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Category 2: Development of guideline/policy document

The participants had different opinions on whether a separate guideline/policy should be developed
for FASD. Those who opted for a separate policy argued that FASD is a serious problem, especially
in the wine-producing communities of the Western Cape Province.

I would really advocate for a separate policy, separate attention given to FASD due to the
severity of the problem. Because it is a severe problem in the Western Cape and if you look
at communities, people have a greater need for a specialized service when it comes to FASD
(DSDy)

Guidelines will definitely be helpful because it will guide appropriate intervention from an
early identification point of view. Therefore, if it is identified and properly managed through
guidelines, you would probably end up having a more positive result in terms of returning

the child to school and not ending up being a dropout. (DOE->)

Opponents for having a separate policy on FASD suggested that the implementation of such
policies would be resource-intensive, which is-impracticable in the context of scarce resources. In
addition, these individuals argue that government departments are moving towards policies that are

inclusive in nature, rather than having specified poticies for various conditions.

I believe everyone or anyonewould like a specific policy to be developed for a specific issue.
However, the first thing that we look at is if it is practical. Can it be implemented? Can the
policy address the issue? In addition, can it serve the purpose that it is being developed for?
However, for FASD, as | told you, in the beginning, we have schools for the blind, deaf
children, schools for cerebral palsy children; we have schools for learners with slow
cognitive thinking. We do not have special schools for FASD, but they will be catered for in
the special needs schools. You see, as | told you, if there are funding and resources to develop
a specific policy that will address this in education, and then | would advocate it. Then, |
would say this could smartly be addressed in the department of health or social development,
we (at DOE) are just trying to develop them [individuals affected by prenatal alcohol

exposure] for the future. (DOE.)

I am not sure if that (separate policy for FASD) is necessary either because in terms of the
inclusive policies that child should be identified as having a barrier to learning. Therefore, if

you want a policy on that it will cost the management because the teacher needs to know how
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to address children with those barriers and that may even be university level. | think maybe
there is a need to have a module on how to deal with FASD children because they are going
(to) be in the classroom. (DOEy)

Category 3: Current practices and available FASD interventions

This category presents current practices and interventions that have been pinpointed for the
prevention and management of FASD. The participants identified several prevention programs that are

currently run by various departments in the Western Cape.

Regarding FASD, a participant from DSD reported that there are ongoing awareness and
prevention programs on alcohol and drug-abuse under the-special program of the Department of Social
Development.

So, it is basically just general awareness and prevention services when it comes to FASD.

It’s an alcohol and drug abuse awareness program. And-alcohol'and substance abuse or drug

abuse have been identified asya special program under. Social Development. (DSD;)

Another participant said that in‘its annual performance plan, DSD has strategies to help mothers
with alcohol problems. The participant reported that helping mothers with alcohol problems aims at

preventing FASD, which is usually achieved by funding (NPOSs).

We (at DSD) have indicators in terms of what we need to achieve with regard to helping and
assisting a patient (with an alcohol problem) or a client with FASD. (We assist the) mother

first. We as a department (Social Development) fund organizations to do this. (DSDs)

The participant from the DSD also reported that there is an ongoing awareness program in various
government departments such as the Western Cape Liquor Authority, and the Western Cape

Departments of Agriculture, Education, Health, and Social Development.

93



There is a lot of awareness going on at the clinical level as well as when someone comes to
our (Western Cape) local clinics. They (at Western Cape local clinics) do early interventions
and try to motivate the client (women) to seek further treatment for the alcohol problem. And
then [the Department of Education is running] educational and awareness (programs) at
schools, also, the Western Cape Liquor Authority is going to the schools to have roadshows
and showing school children the pro(s) and cons of drinking [alcohol]. (DSDs)

A participant from the DOH indicated that there is a guideline at clinic-level for screening women
for any drug use including alcohol.
We (at DOH) have a PACK guideline (practical approach care kit), so this is just to help the

clinician in the clinic. So, if you look at the women’s health, you screen for any drug [alcohol

inclusive] abuse. (DOH;)

Various FASD-related management interventions that are currently applied in Western Cape
departments were also identified by the participants-A-participant from the DSD indicated that services
are rendered to individuals with FASD which are included in-general social work services at the
community level.

FASD is more addressed on a logal level; atia service delivery;level. The actual services that

are rendered to the people affected by FASD are included in the generic social work services

at grass-root levels in the local offices of the Social Development. (DSD2)

The participants from the DOE indicated that their department provides educational training and
support on FASD for teachers and the support team—psychologists, social workers, and support

teachers. The DOE also provides training on how to identify and manage children with FASD in class.

What we (at DOE) have is a commitment to training teachers in the area of the fetal alcohol
spectrum disorder. What are the causes? What are their characteristics? In addition, what are
the consequences for teaching and learning? Therefore, we have the training sessions across

the province for fetal alcohol spectrum disorder. (DOE;)

We (at DOE) are planning a training workshop for our psychologist and 1 am busy planning
for the training with the NPOs, to train our psychologist on early identification and treatment

of FASD children. We have asked that the training must [place] emphasis on early
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identifications. Some have to be according to DSM five (Diagnostic and Statistical Manual
of Mental Disorders) because they must diagnose correctly. In addition, the emphasis must
also be on how to advise the class teacher on how to teach the child in the classroom. (DOE>)

The following quotes illustrate the availability of referral pathways for the management of a child
in schools: one within the Education Department and the other between the DOE and other government

departments.

If a child stays out of school for 10 consecutive days without any reason or explanation, we
(at DOE) will call for deregistration and the child is taken out of school. However, the child
is not lost; the child will be taken to social development to check if the child does not suffer
from whatever special needs. After that, the Department of Social Development will be the

parent or guardian for the child. (DOEy)

In schools, teachers are involved in governance:-However, when there is a problem and the
teacher cannot solve it, the learning support-person-in-the-schools or district will help. In
addition, if there is a need for (a) psychologist or social worker they will also help. We (at
DOE) have outreach teams. They include social workers, psychologist(s), and learning
support people; they help an ordinary schoolteacher, Moreaver, we have a school-based

support team that diagnoses problems-in-the-schools. (DOE3)

Another participant from the DSD identified an‘alternative referral pathway through NPOs funded
by the DSD. The participant indicated that the NPOs have a role in identifying the child and channeling
him/her to the right school.

The child obviously needs to be channeled into the right schools, be identified at home as

well at the school . . . We as a department (of Social Development) fund organizations to do
this. (DSD3)

A participant from the DOE indicated that it is the DOE’s responsibility to involve parents of a

child with special needs, as it is part of the policy (Schools Act).

So, parents’ involvement is crucial; if a child transgresses, his parents are always informed.

It is part of the policy (School Acts). (DOE,)
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Some participants from the DOE also reported that the Department of Education is currently busy
with the screening, early identification, assessment, and support. The Department aims to identify
children from the lowest grade possible—such as the reception grade—where they are received into

the formal schooling system (grade R).

We as a department (Education) are busy rolling out a process for the identification of the
child from grade R level. And it is in two, firstly, there is a learner’s profile, which is the
biographic details of the learners; some of these details may probably be an indication of
FASD. Secondly, there are forms within which the teacher fills in a special needs assessment;
form one, two and three. (DOE>)

So, the screening, identification, assessment, and support (SIAS) program is to try to bring
the identification down, the education spectrum possible. So, if we (at DOE) can try and pick

this up as early as grade R. (DOEs3)

A participant from the DOH reported general service for the management of FASD.

Services (for individuals with FASD) are integrated. It (service for individuals with FASD)
is dealt with like any other child'requiring service or mother 'who has a substance problem

and requires a specialized health service. (DOH)

In Table 2, the different practices,- interventions, and programs that are currently in place are

illustrated according to the participants for the prevention and management of FASD.

Table 2: Current practices and interventions

Prevention practices and Clinical Use of NPOs to assist
interventions pregnant women with a drinking problem

Referring women with alcohol problems to DSD

Taking alcohol history during the antenatal booking

Health promotion on alcohols for women in clinics

Customised message on the risk of alcohol consumptions

Multisectoral collaboration for alcohol abuse prevention

Motivational counselling to stop drinking

Alcohol screening for high-risk women

Educational Prevention awareness in schools on alcohol

Social Funding NPOs to carry out FASD prevention programme

Awareness and prevention of alcohol abuse at the local level

Motivating women to participate in the alcohol programme

Awareness schools and clinics on the danger of drinking alcohol
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Alcohol/drug abuse awareness programme in the community

Management practices Clinical General developmental screening for children

and interventions Use of NPOs to carry out diagnosis for children

Multisectoral collaboration for management

Educational  Educating children with FASD and preparing them for the future

Parent involvement in the management of a child with FASD

Commitment to training teachers and members of the support
team on the identification and management of a child with FASD
Availability of outreach team to support teachers and learners

Adaptation of curriculum for individuals with FASD

Screening, identification, assessment, and support for children
Provision of specialised education for individuals with FASD

Specialised support for individuals with FASD within the
mainstream school
Availability of policy that addressed curriculum, behaviour, and

governance

Social Early intervention and aftercare assistance for children

Availability of protective workshops for adults with a disability

Availability of daycare service for children with disability
Availability of residential services for children with disability

Fundin_g NPOs_to p_rovid_eresidential care for children with FASD

Category 4: Identified policy requirements for FASD

This category presents the suggestions for FASD policy.

The participants suggested that an FASD-related guideline should facilitate early identification,
screening, and diagnosis. They advocated that such a guideline would facilitate proper diagnosis, early
intervention, and tailored response. The guideline would also ensure the development of diagnostic

services with proper measures for accurate diagnoses by qualified health professionals.

Earlier identification and screening for everybody; not just FASD children, all disabilities.
What | am saying if the Department of Health should pick it up in the early years when they
are doing the developmental screening and if there could improve communication between
the Department(s) of Health and Education. We will address the FASDs issues better.
(DOEy)

Yes, early identification . . . not to put the diagnosis in the hands of the teachers . . . . | think

our biggest problem is that they are not diagnosed. So, the child may be referred to us for
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concentration problems but actually, it’s [an] FASD problem. This is because they are
referred to us for behavior (-related issues) but actually, they have a neurological disorder,

which we do not know about yet. (DOEs3)

What we need first, is the tool to screen and identify, if we are to identify and collect data.

Then, from there we can use this evidence to put measures in place. (DOHy)

Another participant from the DSD suggested that the needs of individuals with FASD should be
included in all social welfare plans, and the functioning of those with FASD should be looked at within

the family system.

So, the whole social service sector should really realize that FASD is the problem and that
it should be included in all our [social development] social welfare plan(s) . . . We should
look at the whole functioning of the person with FASD in the family [as] very important.
So, then we should look at the social;~emetional, psychological, educational and
inspirational aspects of the person’s-life-and-obviously the person with the FASD within

his family environment. (DSD3)

A participant from the DOH suggested that assistance should be given to women or pregnant

women and a referral pathway for help should be made available.

Firstly, in pregnancy, they (women).need assistance with a safe-house and referral pathway.
(For example), if I am a heavy drinker and | realize today that | am pregnant, but | feel the
responsibility to have my child protected, what is in place for me now to stop drinking? If |
am living in an abusive relationship, where | am drinking with my husband? What is in place
for me if | want to stop drinking today and leave this abusive drinking husband? So, that |

can safeguard my child. Also, the referral pathways. (DOH;)

Another participant suggested that the pathway for managing a child with FASD should be
included in an FASD-related guideline.
If a child is born and it is determined by the Health Department and Social Development that
the child has specific disorders, then the child is going to be referred to a specialized school.

This (is) done towards educating the child as far as possible. So that the child can fit into the

community or into the work environment if it is possible. (DOE,)
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A participant from the DOH suggested the need for early intervention and the need to adopt

relevant aspects from other policies like Western Cape Government First 1000 days.

We need remedial interventions early on. We focus a lot on the first thousand days of the
brain development, eating and overall care of the child and if the identifying measures can
start early on. This might also assist . . . screening pregnant women and helping other people
with intervention. (DOH3)

The participants suggested that a policy guideline could facilitate collaborations among relevant
departments and sectors like the Departments of Community Safety, Health, Education, and Rural and
Land Reform, the Western Cape Liquor Authority, the South African Police Services (SAPS), the City
of Cape Town and the Municipalities. The guideline should also elucidate the roles and responsibilities
of the relevant stakeholders with specified and proper channels for collaborations established. The
participants advocated that the guideline-should illustrate how FASD services should streamline and

connect through the developmental stages of an affected child.

Guidelines will definitely be helpful because-it-witl-guide-appropriate intervention from an
early identification point of view. So, if it is identified and properly managed through
guidelines, you would probably end up having a more positive result in terms of returning
the child to school and not ‘ending’ up being a“dropout."You may say at present, each
department works on its own . . . when you speak about Education, the DSD, and the Health;
you need to look at a new guideline [that will make us work together]. (A guideline) that will
look at how these three departments will connect in transferring information from one
department to another department. This is because it is like, we (at the Department of
Education) get the child, and we enroll the child. The child starts in grade R and we have no
medical history (of the child). We need to track the multi-development (of the child), we
need to track the physical (mental, social and others) development of the child, but now we
(at the Department of Education) do not have that. (DOE->)

I think that [inter-departmental collaboration] is definitively the way to go because there are
many issues that each Department is dealing with in their own way. This is because if they
(departments) can collaborate more and have a relationship with each other, then, it will be
better. So, definitely, there is surely a need for multi-sectoral collaboration. Maybe for Social

Development, for example, to look at the social need of a child, (Department of) Education
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looks at educational need and so on. So, to have a conversation between all the departments
definitely on how services can be streamlined, it will make it easier to connect them all.
(DOHy)

It will not be of any help if the Department of Social Development develops an FASD policy
that only applies to our department. So, it (the guideline/policy) needs to cut across all
departments and departments follow the same policy or at least we (Departments) fit in into
it [the guideline/policy). (DSD>)

Some participants from the DSD expressed the need for all the Departments and other role players
to be involved in addressing the FASD issues. This is because each of them provides a specific service
or services that are beneficial to individuals with FASD. The participants echoed that the guideline

should be designed in such a way that will bring these services together.

Basically, all departments like Department-of-Community. Safety, Department of Health,
Department of Education, Department of Rural and lzand Reform, the Western Cape Local
Authority, the South African: Police Services and other| key role players like your
Municipalities; for example, Cape Town should be involved. For instance, all of them are

involved in the alcohol harms reduction policy. (DSD3)

The policy care for people with disabilitiest.. ... you will find childcare and protection, you
will find your FASD empowerment program, you will find current prevention program, you
will find youth program. All | am saying is that irrespective of the social program, it must
remain accessible to all people including the persons who have disabilities . . . we (Social
Development) will be guided by the integrated service delivery model. Our service delivery,
integrated service delivery is divided into four levels. One is awareness, the second is early

intervention, the third is statutory and the fourth is reunification. (DSD1)

Some participants from the DOE suggested the need for FASD-related training for parents and

teachers.

There is a huge problem related to parental training. It is a massive problem because you
would have to train every parent and | am thinking in a lot of cases—individuals with FASDs

are coming from lots of areas. (DOE3)
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I think we need to advocate for parental training, early diagnosis, and preschool
identification. If we are looking at school policy again, early identification allows us to put
them into the program early; and teacher training, train teachers to deal with these children
because they are in the classroom. (DOE.)

Participants also suggested the provision of inclusive education and that a separate school for
children with FASD may not be necessary as this will be contrary to inclusive education. They
advocated for more specialized services and support for children with FASD within the mainstream

school.

I think it would be contrary to the inclusive education (to have FASD children in special
schools). This is because the inclusive education says that we should try to assist the child in
the area in which they live. So, we do not want to unnecessarily remove young children from
home and place them in a boarding home. Se;-the inclusive policy, when you read the full
services, [the child should be putiin} the-normal mainstream-school in the community, which
has additional support. (DOE_)

So, | think the contact of the child for me is so crucial because aften we think of just removing
the child from one school, placing the child at another but weinever discuss it with the child
... removing a child from one school to another is traumatic. This is because the child loses
his friends, he loses his teacher--+a ‘teacher.-comes ‘with teaching styles, with different
teaching styles—he loses hisipgeer, he loses his safe space and then you put the child into a
different school. I mean we need to accommodate the interest of the child and we need to

communicate and discuss it with the child. (DOE,)

All the various practices, interventions and programs that the study participants identified which
should possibly be included in the policy for the prevention and management of FASD are indicated

in Table 3.

Table 3: Identified policy requirements

Prevention policy Clinical Need for multi-sectoral collaboration for prevention

requirements Facilitate local initiates to solve alcohol problems

Establishment of a working group for policy development

Emphasis on no alcohol is safe during pregnancy

Need to screen women for alcohol and drug abuse

Need for prevention programme for the women, the family, and
the community
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Educational

Put law in place to deter people from abusing alcohol

Awareness about the danger of drink alcohol

Targeted intervention in high incidence area

Social

Advocating for the right of individuals with FASD

Inclusion of the needs of individuals with FASD in social welfare
plan

Skill-building for individuals with FASD

Alcohol pricing and tavern regulation

Create local alcohol action committee

Consultation with relevant implementation stakeholders

Management policy
requirements

Clinical

Identification of the needs of individuals with FASD

Need for a safe house for pregnant women and referral
pathways

Need for Seamless connection with services on FASD problems

Need for a helpline that people can call for information on FASD

Need for multi-sectoral collaboration for managing FASD

Educational

Interdepartmental involvement (SAPS, churches and NGOs)

Need for specialist care for individuals with FASD

Need for Structured and dedicated programme for FASD

Training of teachers, social workers, and psychologist on FASD

Need-for Inclusive.education for individuals with FASD

“Classroom nranag~er_ner?guideline For FASD

Pharmacological management of FASD

Parents should create a care mechanism for their children.

Early dpgn_osns and preschool identification for children

Need for carly intervention for individuals with FASD

"Need for-school curriculum adaptation and functional curriculum
for individuals with FASD

Need for additional support within the mainstream school FASD
children

Need for medical assistant in schools for FASD children

Early identification and prevention

Clear roles and responsibilities of the different departments of
management of FASD

Appropriate child placement for FASD children

Clear channels of communication among departments

Proper communication to the parent about their children

Communication with FASD children

Social

Need for specified and appropriate intervention for different age

Training of caregivers, social service practitioners, and
volunteers

Promoting independent living

Build residential facilities and daycare

Care for Individuals with FASD and their families

Funding NPOs to provide personalised services for FASD
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Discussion

We aimed to identify relevant FASD preventive and management practices and interventions based
on the perspectives of policymakers to inform the designing of a guideline for FASD policy. Our
findings indicate that there are no specific or separate national policies/guidelines for the prevention
and management of FASD in South Africa. However, there are documents on policies/guidelines
indirectly addressing the issue of FASD in a generic way [23]. For instance, the National Drug Master
Plan, the National Human Genetics Policy Guidelines for the Management and Prevention of Genetic
Disorders, Birth Defects, and Disabilities and the Guidelines for Maternity Care in South Africa all
have prevention and management modalities that could be identified as related to FASD. In addition,
the Education White Paper 5 on Early Childhood Development, Education White Paper 6 on Inclusive
Education, South African Schools Act, Western-Cape-Provincial-Schools Act, and the recently drafted
Western Cape alcohol-related harms reduction policy also contain elements of FASD prevention and

management.

The policies mentioned have not been systematically-evaluated to assess the extent to which they
address issues regarding FASD [23]. The National Drug Master Plan (2013-2017) proposed the use
of evidence-based interventions, however, there is a paucity of local research that could inform
possible interventions [17]. Furthermore, existing interventions that are specific to FASD are not
addressed by the above policies. Specific interventions in the different sectors have not been made
routine for FASD prevention [18-20], and sometimes the financial aid for these interventions is not

sufficient [21].

Moreover, although the mentioned policies/guidelines generically cover aspects relevant to FASD,
there is no specific national document (policy or guideline) that exclusively and comprehensively
focuses on FASD. The lack of FASD policies has a negative influence on the delivery of FASD

specialized services. The absence of a specific or separate policy/guideline for the prevention and
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management of FASD has also been reported by Rendall-Mkosi et al. [23]. In our study, we found that
developing a specific FASD policy that requires huge capital and an additional workforce could be
one of the reasons for not having a specific policy. Another reason could be the inadequate and

overburdened health system in South Africa [21].

Although it has been reported that FASD is a serious public health issue, particularly in the Western
Cape Province and the wine-producing areas [8, 41], we found divergent opinions on whether or not a
separate FASD guideline/policy should be developed. Most of the policymakers agreed to the need for
a specific policy for FASD, while a few did not see the need to develop guidelines pertaining
exclusively to FASD-related issues. They cited high cost as a barrier to developing and implementing
such policies. In one accord with these participants, other authors have expatiated that having a
separate policy required additional workforce-and-implementation.cost, thereby increasing the burden
on an already overwhelmed health, social and educational system [42—45]. The notions expressed by
the policymakers could indicate that the relevant departments should work together collaboratively to
do more, which may not necessarily transfate to increased costs for developing and implementing an

FASD policy [46, 47].

We found that there are general awareness programs/services at the local level (community-
oriented programs). These awareness programs are carried out as part of the general social work
services rendered to the people in the community. In general, these awareness programs focus on drug
and substance use/abuse suggesting that preventive efforts for FASD may not necessarily require
specialized programs [48, 49]. However, there are few prevention programs targeting women and
pregnant women [15, 16] at clinics with the aim of preventing FASD. We discovered that the DSD
usually funds NPOs to provide prevention programs. There are also educational and awareness
programs such as roadshows at schools. These are being carried out by the DOE and Western Cape

Liquor Authority.
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Although there are several current preventive interventions/practices reported, these have not been
effective in reducing the prevalence of FASD in South Africa, especially in the Western Cape [50].
The ineffectiveness of these interventions could be attributed to other mitigating factors such as poor
living conditions, poor nutrition, poor socioeconomic status, low level of education, low-income, and
unemployment [13]. Therefore, there is a need for comprehensive preventive services addressing gaps

in current policies and policy implementation to facilitate strategic interventions [14, 22].

Regarding the management of FASD, the findings indicated that services are also rendered to
individuals with FASD as well as their families, as part of generic social work services at the local
level. The DSD sponsors organizations to render services to individuals with FASD and their families.
However, the problem with this is that such services only address the social issues neglecting the
medical and educational issues, which-are-equally-important-for-the holistic management of FASD.
Therefore, there is a need to develop'a national policy that will facilitate the coordinated management
of FASD across the relevant departments. We found that in the DOH, based on available policies,
services such as general developmental screening, diagnosis, developmental stimulation, and general
medical management are part of integrated services, and -there are no specialized services for
individuals with FASD and their families. While the integrated services could place less burden on the
health system, the effectiveness of these services may be undermined if the social and educational

issues are not addressed concurrently.

We discovered that in the DOE, FASD is considered as one of several causes of learning
disabilities. Thus, the DOE has policies addressing learning disabilities rather than focusing on FASD.
The problem with defining FASD based on one’s ability to learn is that individuals with FASD do not
only have learning disabilities but also, these learning disabilities could lead to other pertinent concerns

regarding their well-being becoming neglected. Therefore, policies focused on addressing the
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educational needs of individuals will inherently fail to address the broader social issues of individuals

with FASD [51].

In addition, one of the policies relates to screening, identifying, assessing, and supporting people
with learning disabilities from grade R [52-54]. These individuals with learning disabilities are
supported from when they are very young, as an early intervention has shown promising outcomes
[55]. The DOE also provides training on FASD and other learning disabilities (identification,
consequences for teaching and learning, and classroom management) for teachers, social workers,

psychologists and members of the support team.

In our study, we showed that efforts are being made to use a multi-professional support team for
children with special educational needs (including chiidren with FASD) starting from school to the
provincial office. When a child is suspected of having FASD-related learning disabilities or any other
learning difficulties, he/she is referred to a school-based support team. If the school-based support
team is not equipped to resolve the issues, the child will be referred to the district-based support team,
and may finally be referred to the provincial-based; support team. They will assess the child and
determine if he/she should continueinthe mainstream.or be moved to a special school. The inadequacy
of these efforts is that the special education needs of these children are enormous; there are inadequate
resources to meet these needs and those of their teachers and the support team [56]. Because of this,
teachers may not be adequately trained to handle the emotional, social and other issues faced by

individuals with FASD. The DOE also involves parents in the management of individuals with FASD.

Apart from the current practices and programs, we also identified other important aspects regarding
the prevention and management of FASD that could be included in a guideline/policy in our study.
The DOH and DSD should provide preventive services to women, pregnant women, and the
community [23]. A child should be screened and diagnosed at an early stage by the DOH; this should

be communicated to the DOE towards educating the child as far as possible. The DOE should
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communicate to the Department of Labor towards providing appropriate employment or augmenting
the child’s education with necessary skills concerning employment or entrepreneurship. Consultations
with the DSD should be done to assess the suitability of the child for social grants or any other social
welfare packages. The guideline/policy should also facilitate the provision of inclusive education in

line with the inclusive education policy [23].

Some of the suggestions made on what should be included in the policy were aligned with the four-
part framework by pan-Canadian prevention experts proposed by Poole et al. [57]. This four-part
framework consists of four levels of prevention for FASD. Level 1 involves comprehensive awareness
building and health promotion efforts. Level 2 relates to discussions on alcohol use and related risks
with all women of childbearing years and their support networks. Level 3 suggests specialized, holistic
support of pregnant women with-alcohol-and-—other—health/social problems. Finally, level 4

encompasses postpartum support for new mothers and support for child assessment and development.

We discovered that some of the current practices and available interventions suggested by the
policymakers were similar to those identified by FASD-service providers in another study [58]. These
interventions and policy requirements included [training and; support for parents, caregivers, and
teachers, multi-sectoral/inter-departmental collaboration, and general awareness in the community and
schools. Not only that, screening, early identification and diagnosis and providing assistance for
women with alcohol use problems were also part of the interventions and policy requirements
mentioned. These interventions and policy requirements were also aligned with the policy developed
to tackle FASD in Canada and Australia. These policies include the Canadian Framework for Action

on FASD and Australian National FASD Strategy for Action Plan 2018-2028 [59, 60].

Most of the approaches identified in our study are classified as downstream and midstream
approaches to addressing FASD. Arguments have been made that addressing FASD-related issues at

the level of social determinants of health can improve health and reduce disparity [61]. Consequently,
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calls have been made for the use of an upstream approach (referred to as the second approach) for the
prevention of FASD [62]. Therefore, for an FASD policy to be comprehensive and holistic, upstream

prevention approaches should also be considered.

Strengths and limitations of the study

In this study, the researcher interviewed policymakers from the three major departments
(Education, Health, and Social Development) that are responsible for the implementation of policies
and the provision of services to individuals with FASD. A limitation of the study that was expected to
inform policy on FASD nationally was that it was only conducted in one of nine provinces in South
Africa. We also did not interview policymakers from the-Bepartment of Labor and the Department of
Justice, who may have had additionat-infermation to-improve the guideline. Furthermore, we used
purposeful sampling in the study, which may have prompted hiased opinions. Moreover, since the
focus of this study was on policymakers, we did not include women who drank during pregnancy,
women with children who have FASD, womeh"who ‘went through pregnancy and did not drink,
individuals with FASD or women with prenatal alcohol use who quit drinking upon hearing they were

pregnant.

Conclusion

There is a consensus among relevant policymakers that there is no specific guideline/policy
document on FASD. Many of the participants agreed that a national guideline/policy should also be
developed for the holistic prevention and management of FASD. However, some of the participants
suggested that developing a national policy that is exclusive to FASD and comprehensive to address
all relevant aspects will be costly. In the study, we identified some aspects for the prevention and
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management of FASD that are being applied at various health system levels including those that could

be added to build a guideline to inform policy about FASD.
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Additional file 1
INTERVIEW GUIDE FOR UNSTRUCTURED INTERVIEWS WITH POLICYMAKERS
Introductions and purpose of interview explained and consent form signed.

I. Do you have policies/guidelines documents specifically for FASD in your department?

2. Describe which aspects of FASD are focused on in these policies/guidelines?
Probe on themes:

Department of Health:

e Diagnosis, follow-up services after diagnosis

e Ages and development (what about adolescents and adults)?

e Mental health and psychiatric conditions

e  Use of alcohol/substances

e  Sexual behavior

e Preventative services = mother alcohol use, health promotion maternal and community education

Department of Education:

e School experience of people with FASD

e  Absence from school

e  Specific language, cognitive, literacy; social skills or other training? (Child and parents)
e Parental involvement

e Ages and development (what about adolescents)?

Department of Social Development

e  Continuing services to people with-FASD irrespective of age
e  Family services and single parent services
e Living conditions and recreational facilities
e  Employment and recreational activities
¢ Inclusion in communities, schools, etc.
e  Financial assistance
e Disability services
e Alcohol and substance abuse
e  Sexual behavior
e  Conflict with law
Preventative services: alcohol abuse of mothers, communities, alcohol as payment, social skills training and
family coping with FASD

3. Describe how the policies/guidelines are being implemented? Who are involved in services? Which regions?

4. If the policy/guideline needs to be improved or new policy/guideline needs to be developed, what should be
included/excluded?
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CHAPTER FOUR

To what extent is the Fetal alcohol syndrome disorder considered in policy-related documents in South
Africa? A document review. Health Research Policy and Systems 2019 17:46.

Abstract

Background: South Africa is considered to have the highest prevalence of fetal alcohol spectrum
disorder (FASD) globally. Nevertheless, the extent to which the South African government has
responded to the high FASD prevalence at the policy level is unclear. Herein, we aimed to identify
targeted and generic clauses that could be attributed to the prevention and management of FASD in

relevant South African policy documents.

Methods: We conducted a search of two search engines (PubMed and Google) and the websites of
South African national and provincial departments from January to April 2018. A total of 33 policy
documents were included in this review. Using content analysis, we sought documents that mention
the terms ‘fetal alcohol syndrome’ and ‘fetal alcohol spectrum disorder’. The Framework method was
also used to thematically identify specific and generic clauses attributed to the prevention and

management of FASD in South Africa.

Results: The content analysis indicated that 12 policy documents contained the searched terms.
Findings from the thematic analysis showed that targeted and generic clauses for FASD exist in various
policy documents. Some of the generic clauses focused on the regulation of liquor outlets, enforcement
of liquor laws, and the general management of persons with mental and educational challenges.
Specific clauses focused on creating platforms to improve the awareness, screening, identification and

support for individuals with FASD.
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Conclusions: There is a noticeable increase in the number of policy documents that considered
elements of FASD enacted in the last decade. Although this study revealed the existence of targeted
and generic clauses that could be attributed to the prevention and management of FASD, the sustained
high prevalence of FASD in South Africa, as reported in the literature, calls for more holistic and

comprehensive approaches to tackle the FASD problem in South Africa.
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INTRODUCTION

Fetal alcohol spectrum disorder (FASD) is a group of physical, behavioural and learning conditions
that can occur in persons who were exposed to alcohol during pregnancy [1]. According to reports, no
amount of alcohol is safe, and there is no safe time to drink during pregnancy that will not lead FASD

[2, 3]. Therefore, any amount of alcohol consumed during pregnancy places the foetus at risk.

Globally, 1 in every 13 prenatal alcohol-exposed pregnancies results in FASD, with a global
prevalence of 8 per 1000 children and youth in the general population as reported in 2017 [4]. In South
Africa, the national prevalence of FASD ranges from 29 to 290 per 1000 live births [5], representing
the highest rate globally. In the Western Cape Province, a recently published study estimated the
prevalence to be between 196 and 276 children per-1000.[6], representing the highest prevalence in

South African provinces.

The high prevalence of FASD recorded in South Africa has been attributed, in part, to the historical
drinking culture driven by a system known-as the “dop system’, whereby farmworkers’ wages were
paid in alcoholic beverages [7, 8]. The high prevalence of FASD could also be ascribed to the lack of
a comprehensive and multi-sectoral policy. To this end, incessant calls for a coordinated effort for the
prevention and management of FASD have been made [5]. The coordinated effort for the prevention
and management of FASD requires a sustainable commitment from the government, which could be

facilitated by a multi-sectoral approach to policy development.

South Africa has the highest alcohol consumption rate (11 1 per capita) in Africa, and is among the
highest in the world [9]. The levels of lifetime consumption of alcohol for men and women are 49%
and 22%, respectively [10]. Drinking during pregnancy is common in many countries, including South
Africa [11], where women consider drinking as a coping strategy for their socioeconomic and socio-
political realities [12]. In a study conducted in the Cape Metropole of the Western Cape Province,

36.9% of women confirmed that they had consumed alcohol during their current pregnancy or in the

121



3 months before they knew they were pregnant [13]. In another study conducted in the East Metropole,
22% of the pregnant women in the sample reported using alcohol during pregnancy [14]. This high
rate of alcohol consumption is facilitated by the vast presence of illegal liquor stores. For example, in
a single province (Western Cape), there are approximately 25,000 illegal liquor stores, known as
shebeens (home-based taverns), making alcohol readily accessible to people of all ages [15]. The South
African government must make a conscious effort to address and tackle this endemic risk factor for

FASD [16].

In South Africa, policy-making is in most part the responsibility of the national government, with
implementation and monitoring usually occurring at all levels of the government, though mostly at
provincial and municipal levels. However, in a few instances, provincial and municipal governments
can develop policies to address localised-issues.-Developing-a-policy document is an indication of the
government’s acknowledgment of a dilemma and acts as a response in the form of an action plan or a
strategy to address a specific problem. The policy document usually contains stipulations on the
allocation of resources, the timeframe for action and the framework for implementation [17, 18, 19,
20, 21]. The development of a National Strategy for HIV, tuberculosis and sexually transmitted
infections is a good example of the importance of a policy document in South Africa [22, 23, 24, 25].
Despite its shortcomings on implementation, progress has been made towards reaching the 90-90-90
target, especially in achieving a 90% rate of diagnosis in HIV-positive individuals [24]. Learning from
the success recorded on HIV, our consideration is that the South African government can achieve some
success in curbing the escalating prevalence of FASD in South Africa by developing a comprehensive

multi-sectoral policy.

Countries such as Australia, Canada and the United States of America [5, 26, 27, 28, 29] have not
only recognised FASD as a public health issue but have developed specific FASD guidelines/policies

to address it. These guidelines/policies include action plans [30], screening tools [31], framewaorks for
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action [32], diagnosis guidelines [33, 34, 35] and treatment improvement protocols [36]. However, in
South Africa, the approach to addressing FASD at all levels of government remains non-specific as

demonstrated by the presence of generic policies.

In 2008, Rendall-Nkosi et al. [17] conducted a situational analysis to examine the extent to which
FASD has been addressed in various South African policy documents. According to these authors,
only two policy documents used the term fetal alcohol syndrome (FAS), namely the National Drug
Master Plan 20062011, and the National Human Genetics Policy Guidelines for the Management &
Prevention of Genetic Disorders, Birth Defects & Disabilities. However, other policy documents,
including the Guidelines for Maternity Care in South Africa 2002, Education White Paper 5 on Early
Childhood Development 2001, and Education White Paper 6 on Inclusive Education 2001, contained
blanket or generic clauses that could-be-aitributed-to-the-preveniion and management of FASD. The
authors also reported that services for individuals with FASD are fragmented among the essential
departments (Education, Health, Labour, and Social Development), which may be because of the

absence of a multi-sectoral guideline/poticy for FASD [17].

Rendall-Nkosi et al. [17], in their situation analysis in 2008, recommended that a further detailed
document review in South Africa should be conducted to examine the extent to which FASD is
considered in policy documents. To the best of our knowledge, theirs is the only document review on
FASD policy reported in the literature. To this end, we conducted another review to examine the extent
to which FASD is considered in policy-related documents. We aimed to examine the targeted and
blanket clauses that could be attributed to the prevention and management of FASD. These clauses
could form part of a proposed guideline policy for the prevention and management of FASD, which is

the aim of the larger study [20].
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Methods

Study design

We conducted a document review with a qualitative approach to analysis [37]. This approach
allows for an in-depth examination and interpretation of data to elicit meaning and gain an
understanding of a particular issue [38]. Using a document review approach was informed by our aim
to identify clauses that speak to the prevention and management of FASD in various relevant South

African policies either specifically or in an inclusive manner.

Identifying relevant documents

We searched PubMed and Google search engines and the websites of South African national and
provincial departments, specifically the departments of Education, Health, Social Development, and
Trade and Industry, from January to April 2018. We applied the following standard Boolean phrase
during the searches: [‘foetal alcohol spectrum disorder” OR ‘alcohol-related neurodevelopmental
disorder’ OR ‘foetal alcohol syndrome’ AND ‘policy’ OR ‘guideline’ OR ‘gazette’ OR ‘action plan’
OR ‘white paper’ OR ‘green paper’ AND ‘South Africa’]. Of note, the use of foetal during the search
also captured documents using ‘fetal’. In addition to the online searches, we contacted the departmental
designated contact persons in the Departments of Education, Health, Social Development, and Trade
and Industry by email to request other policy documents, which may not be available online. These
departments were selected because they have policy documents with clauses that could be attributed
to the prevention and management of FASD or regulations of alcohol. We also searched references of

the selected relevant policy documents for additional related information.
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Herein, we considered a policy document as an action plan or a guideline that contains the intention
of a government (national or provincial) concerning a particular issue. The search terms were identified
and defined by two of the authors (BOA and FCM). BOA conducted the electronic search following
the defined search terms and contacted other stakeholders for relevant documents. BOA and FCM

finalised the list of documents that met the inclusion criteria. AMB supervised the work.

Inclusion
e The document must be about South African policy.

e The document must contain clauses specifically targeting FASD or be attributed to FASD as

well as clauses that address alcohol-drinkingingenerat:
o If the documents were published in series, the most recent series was considered.

Our initial search yielded 371 articles and documents. Following deduplication, we obtained 152
articles and documents. After screening the titles, executive summaries/abstract and the full texts, we
obtained 33 relevant policy documents included for analysis. The list of the documents and their

descriptions are presented in Additional file 1.

Data Analysis

The data were analysed using both content analysis [39] and the Framework method [40], a family
of thematic analysis [41]. During content analysis, we specifically searched for the terms FAS and
FASD. To do this, the first author (BOA) typed each of the terms into the search console of the PDF

file of each policy document to identify the occurrence of FAS, FASD or both.
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The thematic analysis entailed reading and re-reading the identified policy documents for
familiarisation. Coding of relevant clauses was performed inductively to generate initial codes, which
were re-organised to obtain refined codes. In the thematic analysis, we read all the selected documents
to identify clauses targeted or attributed to FASD. These clauses, usually sentence(s), were then chatted
into an analytical framework (Fig. 1). The framework revealed a classification of the FASD clauses
into the main categories of prevention and management. Each category was further subdivided into
education, health and social considerations. In a discursive process, consensus was reached between
the authors on the fitting of the various clauses under the appropriate themes and subthemes within the

analytical framework.
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Figure 1: A heuristic framework that guided the document analysis

Data management

For easy identification, we coded the policy documents as DRX, wherein DR stands for policies,

action plans or guidelines, and X denotes an arbitrary number from 1 to 33. Targeted clauses are
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clauses that directly address FASD-related issues in the selected policy documents. Blanket clauses

are clauses that could be ascribed to the prevention and management of FASD in the selected policy

documents but could be relevant to other conditions. Also described as a generic clause, a blanket

clause is considered to be attributed to FASD if it is meant for other conditions, but the clause can also

be related to addressing any of the FASD outcomes. While reporting on the specific clauses and blanket

clauses attributed to FASD (Fig. 1), we selected only some of the clauses to describe in the Results

section. The complete set of clauses is presented as Additional file 2.

Results

Figure 2 denotes the documents containing targeted or blanket clauses for FASD. Content analysis

indicated that 12 policy documents contained the terms FAS and FASD, as illustrated in Fig. 3.

Figure 2:
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Gauteng Liquor Bill (2011)

National mental health policy framework and strategic
plan (2013-2020)

National Plan of Action for Children (2012-2017)

Policy on Screening, Identification, Assessment and
Support (2014)
Western Cape Alcohol-related Harms Reduction:
White Paper (2016)
National Child and Adolescent Mental Health Policy
Guidelines (2003)
National Strategy for the Prevention and Management
of Alcohol and Drug Use Amongst Learners in Schools...
Anti-substance Abuse Programme of Action (2011-
2016)

T

National Drug Master Plan (2013-2017)

National Liquor Policy (2016)

Human Genetics Policy Guidelines for the
Management and Prevention of Genetic Disorders,...

Mini Drug Master Plan (2011/2012 —2013/2014)
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Figure 3: List of documents that contained the terms FAS and FASD

Presentation of targeted and blanket Clauses of FASD

We present the targeted and blanket clauses following our heuristic framework (Fig. 1).
Targeted clauses
Prevention targeted clauses

Two policy documents contained educational considerations specifically targeting the prevention
of FASD. The documents include (1) the Human Genetics Policy Guidelines for the Management and

Prevention of Genetic Disorders, Birth Defects and Disabilities [70], and (2) the Western Cape
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Alcohol-related Harms Reduction: White Paper [71]. Focus on education in these documents is

captured in the following two clauses.

The continuation of education programmes on FASD. The Western Cape Government (WCG) will
continue to focus on education programmes on FASD in collaboration with strategic partners
specialising in the field, with the aim of expanding the programme. Current initiatives include
screening participants and providing psychosocial therapy and life-skills training. (DR18: page 62)

Educate all women regarding the deleterious effects of alcohol on the foetus. Educate all women to

avoid alcohol throughout pregnancy. (DR2: page 18)

Three policy documents contained health-related clauses specifically addressing the prevention of
FASD. These include (1) the Human Genetics Policy Guidelines for the Management and Prevention
of Genetic Disorders, Birth Defects, and Disabilities [70]; (2) the Western Cape Alcohol-related Harms
Reduction: White Paper [71], and (3)-the-National-Child and Adolescent Mental Health Policy

Guidelines [72]. Below, we share clauses selected from some of these documents.

Public efforts to improve health, nutrition, education and self-reliance, particularly of women;
avoidance of unintended pregnancies, and proper birth spacing through access to contraception and
other methods of family planning; improved access to, and’ quality of, prenatal care and genetic

counselling; avoidance of exposure to teratogensi(e:g. alcohol) during pregnancy. (DR2: page 15)

Improve the detection rate for alcohol and other drug abuse at antenatal clinics, and provide the

appropriate services to reduce the incidence of fetal alcohol syndrome. (DR11: page 21)

Clauses of social consideration mainly targeting the prevention of FASD were found in (1) the
Mini Drug Master Plan [73], and (2) the Human Genetics Policy Guidelines for the Management and

Prevention of Genetic Disorders, Birth Defects and Disabilities [70].

Increase capacity for prevention, identification and development of appropriate interventions for
individuals and families affected by FASD. (DR23: page 16)

Target all women of reproductive age with the following message of awareness: alcohol, smoking

and substance abuse can damage the foetus, so avoid these during pregnancy. Identification of
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pregnant women at risk; identification of pregnant women aged 35 years or more; identification of
pregnant women exposed to teratogens, e.g. alcohol. (DR2 page 18)

Management targeted clauses

Two of the policy documents contained health-related clauses specifically targeting the
management of FASD, these were (1) the Human Genetics Policy Guidelines for the Management and
Prevention of Genetic Disorders, Birth Defects and Disabilities [70], and (2) the Mini Drug Master
Plan [73].

Identification and development of appropriate interventions for individuals and families affected
by FASD. (DR23: page 16)

Offer early detection of FAS, with appropriate referral of affected individuals and their parents for
counselling and care. Rehabilitation of disabilities and psychesocial support of affected individuals

and their families. (DR2: page 18)

Blanket clauses

These clauses, although of more general nature, were ascribed to the prevention and management

of FASD in the selected policy documents.

Prevention blanket clauses

Blanket educational-related clauses that could be attributed to the prevention of FASD were
identified in seven policy documents, namely (1) the National Strategy for the Prevention and
Management of Alcohol and Drug Use amongst Learners in Schools [74], (2) the City of Cape Town
Alcohol Drug Strategy [75], (3) the Western Cape Alcohol-related Harms Reduction: White Paper

[71], (4) the National Child and Adolescent Mental Health Policy Guidelines [72], (5) the National
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Adolescent and Youth Health Policy [76], (6) the National Drug Master Plan [77], and (7) the Anti-
substance Abuse Programme of Action [78]. The following illustrative clauses were taken from two
of the documents.

Primary prevention: Implement school-based alcohol and drug use prevention programmes
including life skills training as part of life skills/orientation subject. Implement information and
awareness campaigns. Implement co-curricular activities and safety interventions such as peer
education clubs. Implement drug-free sports programmes. Involve families and communities.
(DR13: page VI and 23)

Intensified campaigns to educate people about substance abuse. Educational campaigns to inform
and educate people, in particular, young people, about the dangers of alcohol and drug abuse.
(DR15: page 86)

The Guidelines for Maternity Care in South Africa [79], the City of Cape Town Alcohol Drug
Strategy [75], the Prevention and Treatment for Substance - Abuse Act [80], the Western Cape Alcohol-
related Harms Reduction: White Paper [71}, and the National Drug Master Plan [77] contained health-
related blanket clauses that could be ascribed ta the prevention of FASD. The two selected clauses

exemplify the nature of these generic prevention intentions.

At first visit, take a full and relevant histery including medical ¢onditions, including psychiatric
problems, and previous operations; use of alcohol, tobacco and other substances; family and social

circumstances. (DR1: page 35)

The identification of risky behaviour that is associated with and predisposes people to substance
abuse; the detection of conditions such as poverty and other environmental factors that contribute
to crime and the abuse of substances. ldentification of individuals, families and communities at
risk; screening for problematic substance use to facilitate early detection and appropriate
interventions; enabling affected persons to recognise the warning signals of substance abuse.
Identification of individuals, families and communities at risk; screening for problematic substance

use to facilitate early detection and appropriate interventions. (DR7: page 16)

Eight policy documents contained clauses attributed to blanket social considerations ascribed to
the prevention of FASD. These documents comprised (1) the National Strategy for the Prevention and

Management of Alcohol and Drug Use Amongst Learners in Schools [74], (2) the National Drug
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Master Plan [77], (3) the Prevention and Treatment for Substance Abuse Act [80], (4) the Western
Cape Alcohol-related Harms Reduction: White Paper [71], (5) the National Child and Adolescent
Mental Health Policy Guidelines [72], (6) the City of Cape Town Alcohol Drug Strategy [75], (7) the

Anti-substance Abuse Programme of Action [78], and (8) the National Liquor Policy [81].

Establishment and provision of community-based services: provide professional and lay support
within the home environment; establish recreational, cultural and sports activities to divert young

people from substance abuse. (DR7: page 24)

Comprehensive prevention programmes: implementation of universal and targeted programmes,
such as those covering life skills. Multiple approaches to prevention across different disciplines,

e.g. youth development programmes, sport and skills development. (DR15: page 86)

Management blanket clauses

Blanket educational clauses that could be attributed to the management of FASD were contained
in 10 of the 33 identified policy documents, namely-(1) the National Integrated School Health Policy
[82], (2) the Policy on Screening; ldentification, -Assessment and Support [83], (3) the National
Integrated Early Childhood Development Palicy [84]; (4) the National Development Plan 2030 [85],
(5) the Education White Paper 5 on Early Childhood Education [86], (6) the Special Needs Education:
Building an Inclusive Education and Training System (Education White Paper 6) [87], (7) the National
Child and Adolescent Mental Health Policy Guidelines [72], (8) the Guidelines for Responding to
Learner Diversity in the Classroom [88], (9) the Guidelines to Ensure Quality Education and Support
in Special Schools and Special School Resource Centres [89], and (10) the National Adolescent and
Youth Health Policy [76]. Two of these clauses are represented below.

Five specific support provision areas are identified: Specialist support staff, assistive devices,

specialised equipment and teaching and learning support materials, curriculum differentiation to

meet the individual needs of learners. (DR16: page 8)
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Provide a stimulating environment to enhance the development of the child. Provide special classes
in normal schools and special schools for intellectual children and adolescents. (DR11: page 23)

The Human Genetics Policy Guidelines for the Management and Prevention of Genetic Disorders,
Birth Defects and Disabilities [70], the National Integrated Early Childhood Development Policy [84],
and the National Development Plan 2030 [85] contained blanket clauses relating to the health

management of FASD. The subsequent clauses exemplify this.

Screening and early detection of disability, diagnostic and therapeutic support service, 24-hour
service and specialist support. (DR2 page 22)

Nutrition intervention for pregnant women and young children. Ensure household food and

nutrition security. (DR30 page 30)

Social consideration blanket clauses attributed-i6-the-management of FASD were found in eight
documents, including (1) the National Development Plan 2030, (2) National Disability Policy [90], (3)
the National Child and Adolescent Mental Health Policy Guidelines [72], (4) the National Integrated
Early Childhood Development Policy [84], (5) the Guidelines to Ensure Quality Education and
Support in Special Schools and Special School-Resource Centres [89], (6) the National Youth Policy
[91], (7) the Special Needs Education:: Building ran Inclusive Education and Training System
(Education white paper 6) [87], and (8) the Human Genetics Policy Guidelines for the Management
and Prevention of Genetic Disorders, Birth Defects and Disabilities [70]. Illustrated are two of the

clauses from the documents.

Strengthen youth service programmes and introduce new, community-based programmes to offer
young people life-skills training, entrepreneurship training and opportunities to participate in
community development programmes. Efforts to ensure relevant and accessible skills development
programmes for people with disabilities, coupled with equal opportunities for their productive and

gainful employment, must be prioritised. (DR30: page 30)

Ensure that an intellectually disabled child or adolescent is in the hands of an effective carer; where
possible, ensure that the natural parents are the primary caregivers for intellectually disabled

children and adolescent; provide ongoing emotional and (if necessary) material and human resource
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support for the parents and other caregivers; provide a stimulating environment to enhance the
development of the child. (DR11: page 23)

Discussion

Herein, we aimed to identify the targeted and generic clauses that could be attributed to the
prevention and management of FASD in various related policy documents in South Africa. The study
also serves as an update to the South African FASD policy document review conducted in 2008 [17].
The significance of this review lies in its capacity to shed light on the extent to which FASD issues are
considered in existing South African policy documents, as there is no specific policy document
currently addressing FASD. Furthermore,-the targeted-and-generic clauses identified could inform the

development of a guideline for policy to-address' FASD in South Africa.

Our findings confirmed that South Africa still does not have a specific policy addressing FASD
since the observation was first made by Randali-Nkosi et al. in 2008 [17]. In their review, only two
policy documents used the term FAS, with FASD not being reported at all. However, based on our
review, there has been an increase in the use of FAS and FASD, with 12 policy documents mentioning
these terms since 2008. The increase in the number of policy documents mentioning FAS and FASD
could be seen as an indication that more consideration is given to the issue of FASD across various
South African government departments. However, we cannot categorically say that this increase in
consideration has translated to an improvement in service delivery. Services are still generic in nature
with gaps in policy [18, 21, 42], particularly those involving the coordination of services,
communication and collaboration among departments, as previously reported [17, 19]. Therefore, we
believe that developing a multi-sectoral policy for FASD could improve communication and
collaboration among the relevant departments and, consequently, the coordination of FASD-related

services.
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Most of the policy documents identified in our review contained targeted and blanket or generic
clauses that could be attributed to the prevention and management of FASD. We found a distinct
improvement on what was reported in 2008, although none of the policy documents provided a
comprehensive, holistic and detailed strategy on how FASD could be prevented and managed. For
example, the National Liquor Policy (2016) provided an excellent contextualisation and detailed
account of the problem of FASD in South Africa but contained only generic approaches for the
prevention of FASD. Although the policy on Screening, Identification, Assessment, and Support
(2014) does not mention the terms FAS and FASD, the document provided detailed information on
screening, identification, assessment and support for learners identified with learning difficulties; this
information could benefit individuals with FASD as it is not unusual for them to present learning
difficulties [1]. However, one of the shertcomings-of-the Policy on Screening, Identification,
Assessment, and Support (2014) is that it-doesnot holistically address issues (medical and social) other
than the educational issue. Therefore, we suggest a mare comprehensive approach to the management

of FASD.

Some of the prevention strategies identified in the policy documents were efforts proposed to
reduce accessibility and availability of alcohol [21]. These exertions include banning alcohol
advertisement, increasing the legal drinking age, regulating alcohol trading hours and liquor outlets,
and enforcement of liquor laws. These strategies were similar to those identified in previous studies of
policy requirements for FASD in South Africa [18, 21, 42]. These strategies have been found to be
effective in reducing accessibility and availability of alcohol. In two studies [43, 44], an association
between alcohol availability, rates of alcohol consumption and alcohol-related harms were found.
Evidence also indicates that increasing the minimum purchase age of alcohol reduces alcohol-related
harms [45]. However, enforcing liquor laws remains a prominent problem in South Africa as the
government is struggling to balance the economic benefits of liquor against public health hazards [46].

In the Western Cape, for example, there are approximately 25,000 unlicensed/illegal liquor stores
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making alcohol available and accessible at a lower price [15]. Therefore, in order to reduce
accessibility and availability of alcohol, we recommend that the government should take the

enforcement of liquor laws seriously.

Other sections that were identified and could be ascribed to the prevention of FASD were education
and creating awareness on the dangers of alcohol to different groups (children, adolescents and adults)
and at different levels (schools and communities). Education and awareness formed part of the policy
requirements for FASD in previous studies [18, 21, 42]. Education alone does not really modify
behaviour as reported in the literature [47, 48]. However, research has also shown that education and
awareness have the potential to reduce the prevalence of FASD in areas where they are low [49].
Therefore, we suggest education- and awareness-targeted FASD prevention programmes in areas
where education and awareness of FASD-are-low-{49,-50].-in-areas where education and awareness on
FASD are high, we suggest personalised inierventions delivered through innovative approaches such
as motivational interviewing and case management [51, 52]. These personalised interventions could

be targeted at pregnant women and women of chifdbearing age.

In our review, we identified proposed clauses toenhance the cessation of drugs and alcohol use,
including addressing pregnant women at clinics and in communities. These services include
counselling, treatment and rehabilitation services, aftercare and reintegration services, screening,
identification, and support and skills development, all of which align with the policy requirements for
preventing FASD previously identified [18, 21, 42]. The mentioned services are notable, and if
routinely carried out, could assist individuals who are struggling with alcohol, especially pregnant
women and those of reproductive age, to minimise or cease drinking during pregnancy. However,
research has shown that only 45% of health professionals who care for pregnant women routinely ask

about alcohol use and only 25% of them provide information on the consequences of alcohol use in
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pregnancy [53]. Therefore, we recommend training of health professionals on how best to assist

women with an alcohol problem.

Addressing alcohol consumption during pregnancy to prevent FASD is essential. Therefore, it will
require asking about alcohol use and providing information on the consequences of its use during
pregnancy with specific reference to FASD. The latter should be made a compulsory routine for health
professionals caring for pregnant women. Inadequate access to treatment for substance abusers in
South Africa has also been reported [54, 55, 56], particularly in historically disadvantaged
communities [55, 56]. Furthermore, barriers such as limited allocation of resources, stigma and
negative beliefs about treatment, hamper substance users from seeking treatment [57, 58]. The
inadequate access and barriers to treatment have the potential to influence alcohol use before and
during pregnancy. Therefore, we propose-an-increase-i-access-to treatment. In addition, barriers to

treatment specifically for alcohol users should be addressed:

We discovered various levels of support and social security systems for individuals with disabilities
outlined in some of the policy documents, whichhave been reported as part of policy requirements for
FASD [21]. The support aims at improving learning participation; meeting the learning needs, assisting
parents, and providing a supportive learning environment. Though these support programmes were not
specifically targeted at individuals with FASD, those living with the disorder could benefit from them
if they qualified. The social security system could also be beneficial to individuals with FASD but
would depend on whether they qualify based on the types of primary and secondary characteristics
they exhibit. If the South African government can recognise FASD as a disability irrespective of the
types of primary and secondary characteristics presented, it would be a first step in the right direction.
Therefore, we suggest the inclusion of individuals with FASD and their parents/caregivers in social

services allowing them to maximise their potential and improve developmental outcomes [59].
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Other strategies we identified in the reviewed policy documents could be ascribed to the
management of individuals with FASD, including screening, assessment, identification and support,
early childhood development programmes, provision of inclusive education, differentiation and
modification of assessment and curriculum, skills development, and training of teachers. These aligned
with the policy requirements identified for the management of FASD in South Africa [18, 21, 42]. All
these mentioned strategies may be useful if they are directly targeting FASD [59]. Although a
screening protocol exists for conditions posing learning barriers, including FASD, there is no national
surveillance for FASD in South Africa [17, 18], which means the situation is very similar to what was

reported in 2008.

According to the literature, many individuals with FASD only get discovered when they present
with other co-morbidities such as intelleciual-difficulties-and-conduct disorder, while some of them
are misdiagnosed or never diagnosed [60]. Therefore, they are unable to receive the necessary
treatment in a timely manner, suggesting the need for national surveillance and specialist diagnostic
and support services, as earlier advocated by previous studies [17, 18]. Training all professionals on
how to manage FASD should be considered essential, as FASD requires a multidisciplinary team to
diagnose and manage [33]. Nevertheless, no specialised training on FASD for health professionals is
in place, as reported by the participants in a study published in 2018 [21]. Various studies have
indicated the need for training professionals on FASD [53, 61, 62, 63, 64, 65, 66]. We suggest that
skills development should also be considered paramount as most of the individuals with FASD may

not be able to complete formal education [67, 68].

The continuous rise in the prevalence of FASD in South Africa remains a public health concern as
reported in the literature [5, 18]. Therefore, it is pertinent for the South African government to respond
to this epidemic in a more coordinated and comprehensive manner by designing a specific policy and

targeted interventions aimed at preventing and managing FASD. Reducing the prevalence of FASD
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will directly or indirectly contribute to the reduction in crime rate, risky sexual behaviour, learning
problems, alcohol-related harms and other secondary FASD disabilities [67, 68]. We advocate that the
South African government should also replicate the success recorded in HIV/AIDS for FASD [22, 23,
24]. When developing a policy for FASD, new approaches to policy development on FASD should be
considered. We propose that the South African government should learn from the approaches adopted
by other governments such as Australia; an example is the Development of Action Australian Plan on
FASD (2013-2016), which has led to an increase in government funding, expansion of prevention

programmes, and the establishment of specialist FASD diagnostic services [69].

The strength of this study lies in the fact that we accessed several policy documents for FASD-
related conditions from multiple departments to show the extent to which FASD has been considered
in those policies. The limitation of this study-is-that-we-might-not-have included all the relevant policy
documents because we used only two search engines and received only a few responses from the
people we contacted. Another limitation is that we only included the latest policy documents of those

published in series.

Conclusion

Herein, we revealed the existence of targeted and generic clauses that could be attributed to FASD.
There has also been an increase in the number of policy documents mentioning FASD in the last 10
years. However, the sustained high prevalence of FASD in South Africa reported in the literature calls

for holistic and comprehensive approaches to tackle this problem.
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Additional file 1: List of documents containing clauses for FASD

Policy (NALP)

Trade and

Title Author/year Description

DRI Guidelines for National This document describes maternity care in South Africa. It consists of seventeen chapters. Chapter one provides an
Maternity Care | Department of overview of the current situation and data on maternal care in South Africa. Chapter four contains subsections on
in South Africa | Health, South preconception care (ask about the use of tobacco, alcohol and other recreational drugs) and first antenatal visit (take
(GFMC) Africa (2015). a full and relevant history including, use of alcohol, tobacco, and other substances)

DR2 Human National This document describes the prevention and management of genetic disorders, birth defects and disabilities in South
Genetics Policy | Department of Africa. Chapter one detailed situational analysis of genetic disorders and birth defects in South Africa. It comprises of
Guidelines for Health, South fourteen chapters. Chapter-four consists ofstrategies for prevention of the genetic disorder. Fetal alcohol syndrome
the Management | Africa (2001). was list one of the priority disorders.
and Prevention
of Genetic
Disorders, Birth
Defects, and
Disabilities
(HGPG)

DR3 Special Needs National This document describes an‘inclusive ‘education and' training system in South Africa. It contains four chapters. Chapter
Education: Department of one provides context to inclusive education.in South Africa. The document detailed how every learner can be assisted
Building an Education, South | in an inclusive manner with exclusion, either in the mainstream schools or special schools
Inclusive Africa (2001).

Education and
Training System
(Education
white paper 6)
(SNEB)
DR4 National Liquor | Department of This document outlines the policy recommendations intended to amend the Liquor Act, 59 of 2003 (“the Act”). This

document consists of five sections. Section three (purpose and problem statement) outlines the socio-economic
impact of liquor and other costs of alcohol abuse.
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Industry, South
Africa (2016)

DR5 City of Cape City of Cape This document outlines the strategy to reduce the health, economic and social burden caused by alcohol and other
Town Alcohol Town (2014 - drugs (AOD) abuse in Cape Town. It consists of six sections.
Drug Strategy 2017)
2014 -2017
CCTA)
DR6 Gauteng Liquor | Gauteng The purpose of this document is to: () facilitate responsible attitudes towards the production, distribution,
Bill (GALB) Government promotion, marketing, advertising, sale and consumption of liquor; (2) ensure that appropriate measures are in place
(2011) to reduce the harm caused.by the-eonsumption of alcohol including reducing the per capita consumption of alcohol;
and (3) facilitate-the-entry-and empowerment of-new-entrants in the liquor industry in Gauteng province. It consists of
nine sections
DR7 Prevention and | South Africa This document consists of eleven chapters. It.provide: (1) a comprehensive national response for the combating of
Treatment for Government substance abuse; (2) mechanisms aimed at demand and harm reduction in relation to substance abuse through
Substance (2008) prevention, early intervention, treatment and reintegration programmes; (3) for the registration and establishment of
Abuse Act treatments centres and halfway houses; (4) for the committal of persons to and from treatment centres and for their
(PTSA) treatment, rehabilitation-and skills-development-in-such a treatment centres; (5) for the establishment of the central
drug authority; and (6) for matters connected therewith
DR8 South African South Africa This document consists of twenty-two chapters. |t was developed: (1) to give effect to certain rights of children as
Children Act Government contained in the'Constitution; (2) to'sét out principlés relating to the care and protection of children; to define
(SACA) (2005) parental responsibilities and rights; (3) to make further provision regarding children’s courts; (4) to provide for the

issuing of contribution orders; (5) to make new provision for the adoption of children; (6) to provide for inter-
country adoption; (7) to give effect to the Hague Convention on Inter-country Adoption; (8) to prohibit child
abduction and to give effect to the Hague Convention on International Child Abduction; (9) to provide for surrogate
motherhood; to create certain new offences relating to children; and (10) to provide for matters connected
therewith.
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DR9 Anti-substance | South Africa The programme of Action was developed based on resolutions taken during the 2nd Biennial Anti Substance Summit
Abuse Government held from the 15th to the 17th March 201 | at the International Convention Centre in KwaZulu Natal Province.
Programme of (2011-2016)

Action (AAPA)
DRI0O National Liquor | South Africa This Act was developed to establish national norms and standards in order to maintain economic unity within the
Act (NALA) Government liquor industry; to provide for essential national standards and minimum standards required for the rendering of
(2003) services; to provide for measures to promote co-operative government in the area of liquor regulation, and to
provide for matters connected therewith. It consists of eight chapters. Chapter one comprises of definitions,
interpretation, objects, and application of the Act.

DRI National Child National This document serves as a-framework for-establishing mental health services for children and adolescents at national,
and Adolescent | Department of provincial and local levels-of health care within the Primary Health Care approach using an inter-sectoral approach.
Mental Health Health, South They have been developed in relation to other South African policies, legislation, and treaties that address themselves
Policy Africa (2003) to the enhancement of survival-as well-the protection and development of children and adolescents. The document
Guidelines adopts a holistic approach in addressing the various risk and protective factors that can affect the mental health of
(NCAM) children and adolescents. These causal factors can exist in the physical, emotional and social domains of the human

being.

DRI12 National National This document-was-formulated:-(1)-to-promote-the-mental health and wellbeing of adolescents and youth in schools,
Adolescent and | Department of families, and communities;.(2), to.reduce substance abuse and violence; (3) to provide comprehensive, integrated
Youth Health Health, South sexual and repreductive health services; (4)to test and treat for HIV/AIDS and TB and keep people within the health
Policy (NAYH) | Africa (2017) system; (5) to support nutrition and healthier diet;.(6).to strengthen health systems to respond to the needs of

adolescents and youth!

DRI13 National National This document was developed in order to provide an integrated and comprehensive strategy that can guide the

Strategy for the
Prevention and
Management of
Alcohol and
Drug Use
Amongst
Learners in
Schools (NSPM)

Department of
Basic Education
(2103)

Department of Basic Education (DBE) and the provinces in a coordinated effort to address alcohol and drug use in
schools. It comprises of five chapters.
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DRI14 Education National This document consists of six sections. It focuses on expanding early childhood development (ECD) provision,

White Paper 5 Department of correcting the imbalances in the provision, ensuring equitable access and improving the quality and delivery of ECD
on Early Basic Education programmes.

Childhood (2001)

Education

(EWPE)

DRI15 National Drug National This document complements the work of the Inter-Ministerial Committee on Alcohol and Drug Abuse by guiding and
Master Plan Department of monitoring the actions of the government departments to reduce the demand for and supply of drugs and the harm
(NDMP) Social associated with their use and abuse. It comprises of ten chapters

Development
(2013 - 2017)

DRI6 Policy on National This document was created to provide a policy framework for the standardization of the procedures to identify,
Screening, Department of assess and provide programmes-for all-learners who require additional support to enhance their participation and
Identification, Basic Education inclusion in school. It contains seven chapters
Assessment, and | (2014)

Support (PSIA)

DR17 Western Cape | Western Cape This act was developed to provide for the licensing for the retail sale and the micro-manufacture of liquor in the
Liquor Act Government Western Cape Province, and to provide for incidental matters. It consists of thirteen chapters.

(WCLA) (2008)

DRI8 Western Cape | Western Cape This document'was'developed-to provide interyventions to contribute to the reduction of alcohol-related harms in the
Alcohol-related | Government Western Cape. A further purpose is to provide for ancillary matters to increase the efficiency and effectiveness of
Harms (2016) supplementary supporting structures that are related to alcohol-related harms reduction.

Reduction:
White Paper
(WCAH)

DRI19 South African National This document was created: (1) to provide for a uniform system for the organization, governance, and funding of
Schools Act Department of schools; (2) to amend and repeal certain laws relating to schools; and (3) to provide for matters connected therewith.
(SASA) Basic Education It comprises of seven chapters.

(1996)
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DR20

South Africa
Mental Health
Act (SAMH)

South Africa
Government
(2002)

This document was developed; (1) to provide for the care, treatment and rehabilitation of persons who are mentally
ill; (2) to set out different procedures to be followed in the admission of such persons; (3) to establish Review Boards
in respect of every health establishment; (4) to determine their powers and functions; (5) to provide for the care and
administration of the property of mentally ill persons; (6) to repeal certain laws; and (7) to provide for matters
connected therewith.

DR21 South African South Africa This document was formulated: (1) to provide for the establishment of the South African Social Security Agency as an
Social Security Government agent for the administration and payment of social assistance; (2) to provide for the prospective administration and
Agency Act, (2004) payment of social security by the Agency and the provision of services related thereto; and (3) to provide for matters
(SASS) connected therewith. It consists of six chapters.

DR22 National National This document describes how to.the improvement of the general health of school-going children as well as the
Integrated Department environmental conditions-in"schools and address-health barriers to learning in order to improve education outcomes
School Health [Basic Education of access to school, retention within school and achievement at school.

Policy (NISH) and Health]
(2012)

DR23 Mini Drug National This document was developed to reduce the health, economic and social burden caused by substance abuse in South
Master Plan Department of Africa, through the provision of targeted demand and harm reduction interventions provided by the National
(MDMP) Health Department of Health, thereby supporting the implementation of the National Drug Master Plan.

(2011/2012 -
2013/2014)

DR24 National mental | National This documentiwas formulated to 'enable the mental health and well-being of all South Africans from infancy to old
health policy Department of age, through the provision of evidence-based, affordable and effective promotion, prevention, and treatment and
framework and | Health (2013- rehabilitation interventions. In partnerships between providers, users, carers and communities, the human rights of
strategic plan 2020) people with mental illness will be upheld; they will be provided with care and support, and they will be integrated into
(NMHP) normal community life.

DR25 National National This document comprises of twelve chapters. The purpose of this Policy is: (1) to provide an overarching multi-

Integrated Early
Childhood
Development
Policy (NIEC)

Department of
Social
Development
(2015)

sectoral enabling framework of early childhood development services, inclusive of national, provincial and local
spheres of government; (2) to define a national comprehensive early childhood development programme and support,
with identified essential components; (3) to identify the relevant role players and their roles and responsibilities for
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the provision of the various components of early childhood development services; and (4) to establish national
integrated early childhood development leadership and coordinating structure.

DR26 National Youth | South Africa This document describes the intention of government toward youth in South Africa. It is comprised of background,
Policy (NAYP) Government introduction, rationale, context, and legislation, defining and profiling South Africa’s youth, situation analyses and
(2015 - 2020) challenges, policy proposals, and conclusion.
DR27 White Paper on | National This document is intended to accelerate transformation and redress with regard to full inclusion, integration, and
the Rights of Department of equality for persons with disabilities. It consists of seven parts
Persons with Social
Disabilities Development
(WPRP) (2015)
DR28 National Plan of | National This document was developed to promote the realization of children’s rights to survival, development, protection,
Action for Department of participation and to mobilize-resources onall'levels:
Children Women, children
(NPAC) and with
Disabilities (2012-
2017)
DR29 Western Cape | Western Cape This document was formulated to provide for a uniform education system for the organization, governance, and
School Act Government funding of all schools; consequentially to|repéal certain laws relating to schools, and to make provision for the specific
(WCSA) (1997) educational needs of the Western Cape province
DR30 National South Africa This document consists of fifteen chapters.-Each chapter in this plan contains a range of targets and proposals. Some
Development National of these are general statements of policy intent. Others are policy proposals actions and processes that need to
Plan 2030 Government occur. The plan is to change the life chances of millions of people in South Africa.
(NDPL) (2013)
DR3I National National This document outlines the: context, background, aim, purpose, scope, policy and legislative mandates, key principles,
Disability Policy | Department of roles, responsibilities, approach, structures for Implementation, resource allocations and monitoring and evaluation. It
(NADP) Social aims to facilitate the provision of integrated social services to people with disabilities
Development
DR32 Guidelines to National This document was developed to ensure quality education and support in special schools outlines some of the

Ensure Quality

Department of

requirements for a functional special school. The information in this guideline is organized under the following
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Education and
Support in
Special Schools
and Special
School
Resource
Centres

(GEQE)

Basic Education
(2014)

headings: legislative and policy framework; curriculum management and implementation; personnel supply and
qualifications; and Infrastructure and hostel accommodation

DR33

Guidelines for
Responding to
Learner
Diversity in the
Classroom
(GRLD)

National
Department of
Basic Education
(2011)

This document is intended to provide teachers, principals, subject advisors, administrators, school governors, and
other personnel, parameters and.strategies on how to respond to learner diversity in the classrooms through the
curriculum. It comprises of-the following-sections: understanding diversity in the classroom; responding to diversity
through the curriculum; differentiating the curriculum; analyzing, recording and reporting on assessment; and accessing
support for curriculum differentiation

Additional file 2.1: Targeted clauses for the prevention and management of FASD

Themes

Sub-themes

Codes from various sources

Prevention

Education

The continuation of education programmes on FASD. The Western Cape Government (WCG) will continue to focus on education
programmes on FASD in collaboration with strategic partners specialising in the field, with the aim of expanding the programme.
Current initiatives include screening participants and providing psychosocial therapy and life-skills training. (DR18: page 62)

Educate all women regarding the deleterious effects of alcohol on the foetus. Educate all women to avoid alcohol throughout
pregnancy. (DR2: page 18)
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Education of women of child-bearing age who are not on birth control of the risks alcohol consumption poses to foetal development
(through life-skills education in schools and broader education campaigns). (DR18: page 51)

Health

Public efforts to improve health, nutrition, education and self-reliance, particularly of women; avoidance of unintended pregnancies,
and proper birth spacing through access to contraception and other methods of family planning; improved access to, and quality of,
pre-natal care and genetic counselling; avoidance of exposure to teratogens (e.g. alcohol) during pregnancy. (DR2: page 15)

Improve the detection rate for alcohol and other drug abuse at antenatal clinics, and provide the appropriate services to reduce the
incidence of foetal alcohol syndrome. (DRI |: page 21)

Provide interventions at antenatal clinics to reduce the likelihood of alcohol-exposed pregnancies. Included in the measures are: (ii)
encouraging earlier uptake of antenatal services for-pregnant.women and expecting fathers, and ongoing screening of alcohol use for
women attending antenatal clinics;"and-(iii)-active case management-of mothers who attend antenatal clinics who are at higher risk of
an alcohol-exposed pregnancy. The latter has been found to help women at risk to either stop drinking or cut down on drinking
during pregnancy, leading to a reduced risk-of FASD. (DR 18: page 5)

Social

Identification and development of appropriate interventions for individuals and families affected by FASD. (DR23: page 16)

Target all women of reproductiverage-with-the-following message-of awareness: alcohol, smoking and substance abuse can damage the
foetus, so avoid these during pregnancy. Identification of pregnant women at risk; identification of pregnant women aged 35 years or
more; identification of pregnant women lexposed to teratogens, e.g. alcohol. (DR2: page 18)

Management

Education

Health

Identification and development of appropriate interventions for individuals and families affected by FASD. (DR23: page 16)

Offer early detection of FAS, with appropriate referral of affected individuals and their parents for counselling and care. Rehabilitation
of disabilities and pyscho-social support of affected individuals and their families. (DR2: page 18)

Social

Additional file 2.2: Blanket clauses that can be attributed to the prevention of FASD

| Themes | Sub-themes | Codes from various sources
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Prevention

Education

Early Detection: Partake in early warning systems. Train educators & parents to identify warning signs. Train educators & district officials
to conduct drug testing. Implement drug testing in schools where there is reasonable suspicion that learners are using drugs. Set up
systems to ensure continuation of education during treatment (DR13: page VI and 24)

Primary Prevention: Implement school-based alcohol and drug use prevention programmes including life skills training as part of life
skills/orientation subject. Implement information & awareness campaigns. Implement co-curricular activities and safety interventions such
as peer education clubs. Implement drug free sport programmes. Involve families & communities. (DR13: 24)

Implement school-based alcohol and drug use prevention programmes including life skills training as part of life skills / orientation subject.
(DR13: page 23)

Early intervention: training of social workers; brief intervention:-(DR5: page 8)

Train all enforcement officials in all aspects of liquor-legislation; liquor control and liquor enforcement. Develop a guide and make it
available to prosecutors and other state officials. (DR18: page 40)

Train primary health care practitioners and educators in basic counselling skills and trauma support. Ensure that children and adolescents
who suffer from post-traumatic stress-disorder-receive,-in-addition-to-other treatment approaches, counselling from a professional who
has the appropriate training and experience. Improve the substance-related component in the training of people who are already
counselling children and adolescents. Improve'training of health pérsonnel (especially nursing staff) in the detection, diagnosis, and
management of patients suffering from substance abuse, both in their specialised professional training and their continuing professional
development. (DRI 1: pages 21 and 22)

The curriculum must include accessible and practical information about HIV/AIDS and TB, mental health, sexual and reproductive health,
nutrition and healthy weight, substance abuse and violence prevention. (DR12: page 8)

Prioritise the Provincial substance abuse forum (PSAF) and Local drug action committees (LDACs) as platforms for integration, referral
pathways and reciprocal communication. Continue and strengthen the Western Cape Education Department (WCED) education and
awareness interventions. Develop norms and standards for school-based prevention programmes. Leverage the after-school space for
education and awareness targeted at youth and the provision of, or referral to interventions. Support education and awareness at the
post-school education level. Promote a clean fun campaign. Mainstream education and awareness in all WCG departments. Promote and
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strengthen education and awareness programmes with stakeholders Improve the reach and ease of access to education and awareness
material. Expand and strategically direct addiction care education courses. (DR8: pages 58-62)

Intensified campaigns to educate people about substance abuse. Educational campaigns to inform and educate people, in particular young
people, about the dangers of alcohol and drug abuse. (DRI5: page 86, DR9 page 12)

Implement information & awareness campaigns. (DR 13: page VI)

Educate parents, teacher and other adults close to children and adolescents of the importance of not explicitly or implicitly condoning
cigarette smoking, inappropriate alcohol use and illicit drugs. (DR11: page 20)

Health

The following information should be provided to-all women of-childbearing age before conception: the risks to the foetus when the
mother takes teratogenic medications during pregnancy. Certain-essential‘information must be provided to all pregnant women, verbally
and (where possible) in the form of written or iillustrated cards or pamphlets. This includes: abuse of alcohol, tobacco and recreational
drugs. (DRI: pages 34 and 38)

At first visit, take a full and relevant history including: medical conditions, including psychiatric problems, and previous operations; use of
alcohol, tobacco and other substances; family and social circumstances. (DR1: page 35)

Women at risk for having a child with a birth defect or genetic disorder; refer as early as possible in the pregnancy for counselling
regarding management and the performance of prenatal tests. Check list of risk factors requiring referral or hospital delivery: known
substance abuse including alcohol.

(DRI: pages 34 and 43)

Screening: high risk individual, pregnant women, street people, mental health and testing people in high risk work. (DR5: page 8)

The identification of risky behaviour that is associated with and predisposes people to substance abuse; the detection of conditions such
as poverty and other environmental factors that contribute to crime and the abuse of substances. ldentification of individuals, families and
communities at risk; screening for problematic substance use to facilitate early detection and appropriate interventions; enabling affected
persons to recognise the warning signals of substance abuse. ldentification of individuals, families and communities at risk; screening for
problematic substance use to facilitate early detection and appropriate interventions. (DR7: page |6)
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Provide programmes for screening, provision of information, brief motivational interventions and appropriate treatment services for
hazardous and harmful drinking in primary health care settings, including antenatal clinics, and in emergency units. Provide interventions at
antenatal clinics to reduce the likelihood of alcohol-exposed pregnancies. Strengthen the to-be-developed early screening and referral
services at schools and other institutions of learning, targeting high-risk areas in the province. Specialised services for treatment and brief
interventions for youth to be expanded and included at child- and youth-care centres and appropriate health facilities. (DR18: page 50-51)

Developing and implementing multi-disciplinary and multi-modal protocols and practices for integrated diagnosis, treatment and funding of
co-occurring disorders for adults, youths and children, e.g. providing for prevention, early detection, treatment and aftercare services, and
integrating requisite changes through policy, legislation, protocols and practices. (DR15: page 98)

Social

Treatment, Care and Support: Establish strong referral systems to access treatment, care & support Create awareness of treatment and
counselling services. Address barriers that limit-access-to-treatment amongst learners (e.g. transport, cost and stigma). (DR 13: page VI)

Implement co-curricular activities and safety interventions such as peer education clubs. Implement drug free sport programmes. (DRI 3:
page VI)

Ensure equal access to resources, especially for civil society and organisations in rural areas, e.g. recreational facilities, sport facilities,
diversion programmes, intellectual development programmes, skills development. (DR15: page 89)

Establishment and provision of community-based services: provide professional and lay support within the home environment; establish
recreational, cultural and sports activities; to divert young people from substance abuse. (DR7: page 24)

The Department of Social Development (DSD), in collaboration with the Department of Health (DOH) and other stakeholders, will
strengthen evidence-based prevention, early intervention, detoxification, treatment and aftercare interventions. (DR 18: page 49)

Justice and Constitutional Development; engage in effective co-operation and practical action in addressing the world drug problem on
the basis of common and shared responsibility for: increasing international co-operation and following an integrated, multi-disciplinary,
mutually reinforcing and balanced approach in demand and supply reduction strategies; strengthening mechanisms for cooperation and co-
ordination; and developing methods to facilitate the exchange of experiences and good practice. (DR15: page 105)

Coordination: facilitate collaborations; facilitate referral; involve ward committees. Sector Coordination: facilitate collaborations and
support Non-governmental organisation (NGOs) and Community-based organisation (CBO). Sphere Coordination: facilitate inter-
government collaborations. (DR5: page 8)
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Support the work done by faith based organisations, NGO’s and CBO’s in educating children and adolescents about substance abuse.
(DR11: page 20)

Ensure that the social skills that are particularly relevant for substance use are included in existing life skills programmes. (DRI I: page 20)

Measures aimed at skills development for individuals, families and communities to enable them to enjoy a better quality of life. (DR7: page
16)

Comprehensive prevention programmes: implementation of universal and targeted programmes, such as those covering life skills. Multiple
approaches to prevention across different disciplines,.e:g.-youth.development programmes, sport and skills development. (DR15: page 86)

After-school programmes, youth development and skills and capacity building. (DR5: page 8)

Establish an effective referral system to services provided by the DOH, DSD, other departments and Non-profit organisations (NPOs) to
provide long-term treatment, prevention and diversion activities Outpatient care for clients on treatment and rehabilitation services, as
well as active outreach into communities, to be strengthened to improve treatment outcomes. (DR18: page 52)

Utilise the Child-to-Child approach and strategies to encourage peer support for behavioural change and support seeking by children and
adolescents. Create local group-based stipport for: parental, societal arid économic empowerment opportunities for women with children.
Support self-help groups and families of children and adolescents with substance use problems. (DRI |: page 22)

Provide for support groups for service users and those affected by substance abuse. (DR7: page 24)

Strengthening aftercare services, e.g. providing for prevention, early detection, treatment and aftercare services; integrating requisite
changes through policy, legislation, protocols and practices, with emphasis on children, young people and learners. Increasing the
provision of rehabilitation and aftercare, e.g. through providing for prevention, early detection, treatment and aftercare services, and
integration of requisite changes through policy, legislation, protocols and practices, with special provision for access by all communities.
(DRI15: page 98)

Aftercare and reintegration that provide for — the integration of people who have undergone the formal treatment episode into their
families and communities. (DR7: page 18)
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Medical interventions that address the physiological and psychiatric needs of the service user; psycho-social programmes that address the
relationships, emotions, feelings, attitudes, beliefs, thoughts and behaviour patterns of service users. (DR7: page 16)

Improve availability of substance-related counselling services at key sites (e.g. schools, health facilities, prison, streets. (DRI |: page 20)
The community-based model for substance abuse treatment and rehabilitation is expanded. (DR18: page 53)
Increasing the provision of rehabilitation and after care and ensuring that all communities have access to these services. (DR9: page |3)

Progressively increase the coverage of alcohol-related-harms-interventions at all public-health and social-service facilities in the Western
Cape as well as for community action“eéngagement interventions—(DR{8: page 28)

Lobby for a national ban on alcohol advertising-that-is-visible to-any person under the age of 18 and for restrictions on sports advertising
and promotion that links alcohol to aspirational achievement. (DR 8: page 25)

The national minimum legal age at which alcohol can be purchased and consumed should be raised from eighteen (18) to twenty one (21)
years. (DR4: page 6)

Reducing accessibility of alcohol throughiraising the legal age for purchasing and public consumption of alcohol from the age of 18 to the
age of 21, e.g. through changing policy, legislation, protocols and practice in a harmonised manner nationally; developmental programmes
relating to changes; assessing effects'of changes. (DR5: page 90)

Banning all sponsorship of sport, recreation, arts, cultural and related events by the alcohol industry, e.g. through changing policy,
legislation, protocols and practice in a harmonised manner nationally; running developmental programmes relating to changes; assessing
effects of changes. (DRI5: page 95)

Prohibit advertising, marketing and promotion of alcohol products and companies at all events organised by the WCG. (DR18: page 27)

Banning all sponsorship by the alcohol industry for sports, recreation, arts and cultural and related events. (DR9: page 13)
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All broadcast television channels should advertise at night, from 22:00- 06:00; remove content appealing to youth in alcohol advertising
such as using of sport stars, models, etc. Branding of liquor premises and delivery trucks and/ or cars should be prohibited; and counter
advertisement which identifies the harmful effects of liquor abuse, for example, car crashes and victims, ailments caused by liquor, family
violence and other social ills. (DR4: page 24)

Support the application of (national) levies on marketing and promotional spending to cover alcohol-related harms counter-messaging.
(DR18: page 28)

Imposing a mandatory contribution by the liquor industry to a fund that will be dedicated to work to prevent and treat alcohol abuse.
(DR9: page 11)

Provincially determine a set maximum limits fortrading hours in-line with the alcohol-related harms reduction approach of reducing
consumption. Provision for exceptions would allow for flexibility based on set criteria, and the relevant authorities would be able to
reduce trading hours within the framework. (DR |8:-page 29)

Imposing restrictions on the time and days of the week that alcohol can be legally sold. These restrictions must be uniform, that is, they
must be applicable in all provinces. (DR9: page | )

The set uniform trading hours within the norms and standards should be integrated in national, provincial and municipal legislation. (DR4:
page 25)

Imposing restrictions on the times and days of the week that alcohol can be sold legally, e.g. through changing policy, legislation, protocols
and practice in a harmonised manner nationally; developmental programmes relating to changes; assessing effects of changes. (DR15: page
90)

Reduce the availability of alcohol by regulating density of outlets (zoning requirements and population density) and regulating trading days
and hours. (DR18: page 29)

Implementing laws and regulations that will reduce the number of liquor outlets, including shebeens, taverns and liquor stores in specific
geographical areas. These laws and regulations should include stricter licensing laws and qualifying criteria and specific zoning laws and

regulations that will prescribe the locations of different types of economic activity that can take place in residential areas. The zoning laws
should for example, ensure that no liquor outlets are located near schools, libraries and places of worship. (DR9: page I 1)
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Implementing laws and regulations that will reduce the number of liquor outlets including shebeens, e.g. through changing policy,
legislation, protocols and practice in a harmonised manner nationally; developmental programmes relating to changes; assessing effects of
changes. (DR15: page 91)

Regulating the density of alcohol outlets is an effort to minimise excessive alcohol consumption and related harms. Outlet density may be
regulated through licensing and zoning regulations. (DR4: page 25)

Lobby the national government to incentivise the reduction of the ethanol content in alcohol beverages. (DR18: page 33)

Prescribing measures for alcohol containers such as the form of-container;warning labels and the percentage alcohol content. (DR9: page

1)

Lobby national government to increase the price of alcohol through increasing excise tax and/or introducing minimum unit pricing and
consider a provincial tax. The increased tax revenue, would be ring-fenced for alcohol-harms reduction investments. (DR18: page 31)

Prescribing measures for alcohol containers,-e.g-through-changing policy, legislation, protocols and practice in a harmonised manner
nationally; running developmental programmes relating to changes; assessing effects of changes; form of containers; warning labels;
percentage of alcohol content. (DR5: page[93)

Lobby the national government to implement a tracking system of liquor products. (DRI8: page 33)

Raising of duties and taxes on alcohol products to deter the purchasing of alcohol. The tariffs should be implemented on a sliding scale
commensurate with the alcoholic content. (DR9: page 1 1)

Raising duties and taxes on alcohol products to deter the purchasing of alcohol, e.g. through changing policy, legislation, protocols and
practice in a harmonised manner nationally; running developmental programmes relating to changes; assessing effects of changes;
implementing sliding-scale tariffs commensurate with alcoholic content. (DR15: page 92)
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Take steps to bring some responsible unlicensed liquor outlets into the regulated space in a sustainable and responsible manner to
facilitate compliance with minimum requirements. Create awareness of alternative economic opportunities to currently unlicensed outlet
owners who cannot be accommodated within the applicable zoning scheme. (DR18: pages 34 and 35)

Identify mechanisms and criteria, working with municipalities that will enable the rezoning of outlets for liquor sales in appropriate
residential areas. Prioritise upstream interventions targeting suppliers to the unlicensed liquor industry and the illicit liquor trade. (DR18:
page 35)

Change legislation to enable some of the unlicensed outlets to be licensed and therefore regulated. Increase enforcement of under-age
drinking laws. Implement innovative strategies to reduce harms from problematic outlets. Promote the involvement of communities
themselves through interactive opportunities to-access-the Western Cape Liquor Authority (WCLA) complaints mechanisms. (DR18:
pages 37-39)

Clamp down on unlicensed outlets and-the supply of-liquor-to-unlicensed outlets. All spheres of government and relevant departments
must contribute to the clamp-down. Information from community-based organisations and structures as well as the enforcement
opportunities from municipal zoning schemes, the VWestern Cape Land Use Planning Act, 2014 (Act 3 of 2014) (LUPA), and the Spatial
Planning and Land Use Management Act, 2013 (Act |6 of 2013) (SPLUMA), must be leveraged to aid the law-enforcement agencies.
(DR18: page 38)

Lobby for well-prepared police dockets for the prosecution of liqlior-related matters by providing evidence of the link between crime and
alcohol — and provide evidence, where appropriate, to support the prosecutions process. (DR 18: page39)

Additional file 2.3: Blanket clauses that can be attributed to the management FASD

Themes

Sub-themes

Codes from various sources

management

Education

Learner Assessment and Screening: Assessments during the foundation phase focus primarily on identifying health barriers to learning, as
well as identifying children who have or are at risk for long-term health, psychosocial or other problems. The following assessments will
be done on all foundation phase learners: conduct vision, speech and basic hearing screening; measurement of height, weight and Body
Mass Index (BMI); appropriate nutritional interventions must be planned accordingly; check for fine and gross locomotor problems;
conduct oral health screening; screen for chronic iliness or long-term health conditions - this includes both communicable diseases (such
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as TB and HIV/AIDS) as well as non-communicable diseases; and perform a basic mental health and/or psychosocial risk assessment.
(DR22: page 13)

Learners in the senior and FET phases should also be screened for weight and body mass index, vision, oral health, chronic illness or
long-term health conditions and mental/ psychosocial health issues. (DR22: page 13)

The Screening, Identification, Assessment and Support policy specifically aims to identify (1) the barriers to learning experienced, (2) the
support needs that arise from barriers experienced and (3) to develop the support programme that needs to be in place to address the
impact of the barrier on the learning process. (DR16: page 4)

Provision of early childhood development services. Provision-of comprehensive quality early childhood development programme.
Provision of universal developmentally appropriate early learning opportunities for young children from birth. Develop and fund multiple
early childhood development service delivery programmes and prioritise home and community based services. Inclusion and support for
children with disabilities within all early.childhood-development-programmes. Prioritise vulnerable children to ensure equitable access.
(DR25: pages 54-55, 64, 66, 68-69)

Universal access to two years of early childhood development. Increase the quality of education so that all children have at least two
years of preschool education and all-children-in-grade-3-can-read-and-write. (DR30: pages 33 and 37)

The organisation of early identification‘and early intervention services will be a key focus in Early Childhood Development (ECD) in
both the 0 to 4-year programmes, as well as in Grade R (DR16: page 19)

Opportunities to develop fine motor skills; encouragement of language through talking, being read to, singing; activities that will develop
a sense of mastery; experimentation with pre-writing and pre-reading skills; hands on exploration for learning through action;
opportunities for taking responsibility and making choices; encouragement to develop self-control, cooperation and persistence in
completing projects; support for their sense of self-worth; opportunities for self-expression; and encouragement of creativity. (DRI14:
page 38)

Integrated Pre-Grade R programmes for special groups of 4 year olds: the delivery of inclusive and integrated Pre-Reception Year
programmes can ensure that all children have significantly improved opportunities for growth and development. This will provide
opportunities to foster children’s emotional, social, intellectual, physical, spiritual and moral development and to use play as the primary
vehicle for achieving this. (DR 14: page 39)
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Transforming all aspects of the education system, developing an integrated system of education, infusing ‘special needs and support
services’ throughout the system. (DR3: page 6)

Improve the school system, including increasing the number of students achieving above 50 percent in literacy and mathematics,
increasing learner retention rates to 90 percent and bolstering teacher training. (DR30: page 33)

Provide a stimulating environment to enhance the development of the child. Provide special classes in normal schools and special
schools for intellectual children and adolescents. (DRI |: page 23)

Curriculum and practitioner development for.pre-Reception-Year. Particular care will be taken to ensure that when addressing
children’s intellectual developmental'needs, practitioners make-use-of developmentally appropriate practice. (DR14: page 39)

Alternate Assessments Based on Grade-level-Attainment-of Knowledge (content, concepts and skills) for learners with disabilities or
learning difficulties that need testing formats or procedures that provide them with equal opportunities to demonstrate their attainment
of content which is at the same grade-level as the general assessment. Target learners can include learners who are blind, have
communication difficulties, physical disabilities, learners who are dyslexic or with hearing loss and who need additional time, alternate
formats, readers, amanuensis, electronic-equipment,-etc.-as-outlined-in-the policy document, National policy on the conduct,
administration and management of the National Senior. (DR33: page 19)

As a teacher gets to know her learners, and as learner differences emerge, assessment needs to become more differentiated. The goal is
to meet learners where they are and to help them progress to the next step in their learning. Thus it is a cyclical process: assessment

and instruction support and inform each other. (DR33: page 13)

Teachers will incrementally be trained on the various curriculum differentiation methodologies so as to be able to apply the various
adaptive and supportive assessment measures in school-based as well as formal assessment. (DR33: page 19)

Training of all ECD practitioners will include a component on the SIAS Policy. (DR16: page 19)

Training in teaching methods; regular and systematic monitoring; adequate support to practitioners; provision of more reading books
and improvement of the professional status of ECD practitioners. (DR 4: page 26)
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Five specific support provision areas are identified: Specialist support staff, assistive devices, specialised equipment and teaching and
learning support materials, curriculum differentiation to meet the individual needs of learners. (DR 16: page 8)

Specialised support resources, personnel, programmes and facilities that are needed on a lower-frequency basis, are holistic and
teacher-focused, more portable and requiring less operational and organisational planning, will be provided at circuit or district level to
be accessed by learners at ordinary schools, e.g. learning support, remedial education, assistive devices, counselling, rehabilitation and
therapeutic services. (DR16: page 12)

Special Schools must ensure that they support the families of learners enrolled in their schools. Such support may include educational
guidance and support, psychological and emotional guidance and support, etc. Schools must advise parents on the best possible career
opportunities available to learners. (DR32: page 6)

Schools-based and out of school programme to programme; parenting-support to reduce adolescent problem behaviour, including
substance abuse and aggression. (DR12;: page-8)

Educational support systems should make use of and promote the establishment of a network of support through the Care and Support
for Teaching and Learning (CSTL) framework, which coordinates all existing services, including other government departments,
community services, private professionals,-non-government-organisations (NGOs), disabled people organisations (DPOs), early
intervention providers and community-based rehabilitation services. (DR16: page 18)

The Screening, Identification, Assessment and Support Policy aims to facilitate the shift from individual learner disability as the driving
organiser for support provision to that of the range, nature and level of support programmes, services, personnel and resources that
will be made available for special and ordinary schools to increase learner participation in the learning process. (DR 16: page 12)

Health

Screening and early detection of disability, diagnostic and therapeutic support service, 24 hour service and specialist support. (DR2: page
22)

Referral system: referral to social and Welfare Support Services. (DR2: page 24)
Health care and nutrition programmes; social protection programmes. (DR25: pages 56-57)

Nutrition intervention for pregnant women and young children. Ensure household food and nutrition security. (DR30: pages 33 and 37)
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Social

Strengthen youth service programmes and introduce new, community-based programmes to offer young people life-skills training,
entrepreneurship training and opportunities to participate in community development programmes. Efforts to ensure relevant and
accessible skills development programmes for people with disabilities, coupled with equal opportunities for their productive and gainful
employment, must be prioritised. (DR30: pages 33 and 52)

Developing and implementing empowerment programmes for People with disabilities on issues pertaining to Life and social skills,
positive self-image and self-perception, positive inter-personal relations and communication, coping and parenting skills and
understanding and comprehending relevant policies and available social services. (DR31: page 32)

Ensure that an intellectual disabled child or adolescent is in the hands of an effective carer; where possible, ensure that the natural
parents are the primary caregivers for intellectually disabled-children and adolescent; provide ongoing emotional and (if necessary)
material and human resource support forthe-parents and other caregivers; provide a stimulating environment to enhance the
development of the child. (DRI |: page 23)

Support for pregnant women, new mothers/fathers and children under 2 years of age. Parent support programmes; opportunities for
learning. (DR25: pages 58, 59, 62)

Work collaboratively with community-organisations-and-structures-including disabled people’s organisations, parent organisations,
teacher unions, NGOs, Disabled people’s organisation (DPOs), traditional healers, parents, grandparents and caregivers in providing
teaching and learning support. Work with/the community on advocacy and awareness-raising programmes aimed at changing negative
attitudes towards people with disabilities and supporting the implementation of an inclusive education system. (DR32: page 21)

The Department of Sport and Recreation, together with the Department of Cooperative Governance and Traditional Affairs, should
provide a plan on how sport and recreation facilities will be established maintained and protected from vandals. (DR26: page 24)

Fostering holistic and integrated support provision through intersectoral collaboration. (DR3: page 6)
To establish inter-sectoral collaborations with relevant stakeholders such as the Departments of Education, Labour, Welfare (Social

Development), the private sector, NPOs and CBOs. Collaboration with other Departments (e.g. Education) and sub-directorates (e.g.
mental health) Community and NGO liaison. (DR2: page | I)
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Entrench a social security system covering all working people, with social protection for the poor and other groups in need, such as
children and people with disabilities. (DR30: pages 34)

Developing service delivery norms and standards to ensure the protection and promotion of the rights of People with Disabilities.
Developing a technical guide on procedures to promote better understanding to the service providers and beneficiaries, of the social
security system. Developing and implementing a communication strategy that will inform people with disabilities of social security
services available to them, thereby increasing their access to the services. (DR31: page 31)
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CHAPTER FIVE

The Distribution of Available Prevention and Management Interventions for Fetal Alcohol Spectrum
Disorder (2007 to 2017): Implications for Collaborative Actions. International journal of
environmental research and public health. 2019 Jan;16(12):2244.

Abstract

The global prevalence of Fetal Alcohol Spectrum Disorder (FASD) remains high despite the
various preventive and management interventions that have been designed and implemented to tackle
the issue in various settings. The aim of the scoping review is to identify and classify prevention and
management interventions of FASD reported globally across the life span and to map the concentration
of these interventions across the globe. We searched some selected databases with predefined terms.
Framework and narrative approaches were used to-synthesize-and report on the findings. Thirty-two
prevention intervention studies and 41 management interventions studies were identified. All the
interventions were reported to be effective or showed promising outcomes for the prevention and
management of FASD, except four. Although Europe and Africa have a relatively higher prevalence
of FASD, the lowest number of interventions to address FASD were identified in these regions. Most
of the interventions for FASD were reported in North America with comparatively lower FASD
prevalence. The uneven distribution of interventions designed for FASD vis-a-vis the burden of FASD
in the different regions calls for a concerted effort for knowledge and intervention sharing to enhance

the design of contextually sensitive preventive and management policy in the different regions.
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Introduction

Fetal alcohol spectrum disorder (FASD) is a diagnostic term used to describe a range of conditions
affecting individuals exposed to alcohol prenatally [1]. FASD can manifest as fetal alcohol syndrome
(FAS), partial FAS, alcohol-related neurodevelopmental disorder (ARND) and alcohol-related birth
defects (ARBD) [2,3]. FASD may result in primary and secondary disabilities for individuals
prenatally exposed to alcohol. Primary disabilities may include abnormal facial features, learning
disabilities, attention difficulties, poor memory, poor reasoning and judgment skills, hyperactive
behavior and poor coordination [4]. Without appropriate interventions to mitigate primary disabilities,
secondary disabilities may develop. Secondary disabilities may include mental health problems,
disrupted school experience, trouble with the law, confinement, inappropriate sexual behavior and

alcohol/drug problems [5].

One in 13 alcohol-exposed pregnancies results in diagnosable FASD and the global prevalence of
FASD is estimated at eight per 1000 children and youth [6]. A systematic review using 2012 data
estimated the prevalence of FASD around the,world among children and youth in general population

using World Health Organization (WHO):regions [6].as shown: inithe chart below (Figure 1).

176



Prevalence of FASD by region
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Figure 1: Prevalence of fetal alcohol spectrum disorder (FASD) by region.

The World Health Organization (WHO)-recognizes FASD as a public health issue and has
developed a guideline for the identification and management of substance use and substance use
disorders in pregnancy [7]. The guideline recommends that health professionals should ask all pregnant
women about their use of alcohol and briefintervention:should be given to all pregnant women using
alcohol. The Center for Disease Contral and Prevention (CDC) has also identified and supported the
implementation of two interventions in preventing and reducing the prevalence of FASD [8]. One of
the interventions is alcohol screening and brief intervention (SB1)—an intervention that identifies and
helps individuals who are drinking excessively. The second intervention is the CHOICES program—
an evidence-based intervention that increases motivation and commitment to reduce or stop drinking

and/or use contraception effectively [8].

In addition to the efforts of WHO and CDC, researchers have developed and implemented various
interventions such as universal prevention, brief intervention, motivational interview, case
management, and service provider training for the prevention of FASD [9-13]. These interventions

have been found effective or have shown promising outcomes in preventing FASD and/or reducing
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the risk of prenatal alcohol exposure [9-13]. Although, the conclusions drawn from the reviews were
limited by the poor methodological quality and paucity of studies as indicated by the authors [14,15].
Psychological and educational interventions and other interventions delivered during antennal care
have potentials to increase abstinence and reduce alcohol consumption among pregnant women
[14,15]. On the other hand, various barriers have been found to mitigate the effectiveness of these
interventions. These barriers may include conflicting messages in the media, stigmatization of people
with alcohol use disorders and birth mothers, fear of losing child custody (which may prevent women
from seeking help) and lack of skills by service providers to discuss alcohol use with women who are
pregnant [16]. The challenges regarding the prevention of prenatal alcohol exposure during pregnancy
and unplanned pregnancy through the use of contraceptives necessitate interventions to manage

primary disabilities and prevent or minimize the tmpacis of secondary disabilities.

Pei et al. [17] and Jirikowic et al. [18] suggested that because the needs of individuals with FASD
are diverse, their assessment and management should be personalized. Most importantly, early
diagnosis and intervention could minimize the impact of some of the problems that arise from prenatal
alcohol exposure [19-24]. Reid et al. [22] showed that there is growing evidence supporting the
effectiveness of FASD management interventions in improving outcomes for early to middle
childhood. However, there is a dearth of management interventions for individuals with FASD beyond
early and middle childhood [22] suggesting inadequate management plans for these individuals.
Peadon et al. [23] reported that pharmacological and non-pharmacological management interventions
have shown some benefit among children with FASD. While Paley and O’Connor [25] confirmed that
behavioral interventions showed immediate post-intervention effects, they did not ascertain the long-

term follow-up outcomes.

Systematic reviews have been published on interventions for the prevention [14,15] and

management of FASD [22,23] and other literature reviews for management interventions [25-29]. The
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systematic reviews on the prevention of FASD focused mainly on interventions for pregnant women,
women planning a pregnancy and indigenous community without considering women in other groups
[14,15,30]. One of the systematic reviews for management interventions includes both
pharmacological and non-pharmacological interventions for children with FASD only [23]. The
second systematic review on management interventions for FASD examined the effectiveness of
interventions across the life span, however, only non-pharmacological interventions were included
[22]. From the reviews above, we observed that there is a lack of a review for prevention of FASD
outside those who are pregnant, planning a pregnancy and indigenous community. In addition, we
discovered the lack of review for both pharmacological and non-pharmacological interventions that
assessed methodological rigor across the life span. FASD interventions need to be diverse and include
prevention and both pharmacological and-non-pharmacofegical management approaches across the
life span as the negative effects of prenatal alcohol-exposure can manifest across all ages. Therefore,
the need to address the gap of a study exploring the prevention interventions for all women and the

management interventions across life span necessitates this current scoping review.

In addition to the above motives for this scoping review, Premji et al. [31], in their study on
research-based interventions for individuals with FASD, found weak scientific evidence for the
effectiveness of interventions across the life span. Therefore, they called on researchers, service
providers, and policymakers to collaborate and develop appropriate interventions for individuals with
FASD. For this to be achieved, knowledge of available interventions for the prevention and

management of FASD and the assessment of their effectiveness should be known.

To this end, we aimed to conduct a scoping review that will serve four purposes. First, the review
will help to identify the prevention and management interventions of FASD reported in the literature
across the life span to address the above-mentioned gaps in interventions for FASD. Secondly, we

sought to map the concentration of these interventions across the globe vis-a-vis the burden of FASD

179



in the different regions. Thirdly, to update previous reviews and lastly to provide current information

to help inform policy development [32-35].

Methods

We conducted a scoping review to identify and classify the prevention and management
interventions of FASD reported in the literature across the life span that may be included in the policy
for FASD. We adapted five steps for conducting reviews as proposed by Arksey and O’Malley [36] to
suit the aim of this study. The five steps include (1) framing of questions for the review; (2) identifying
relevant work; (3) assessing the quality of studies; (4) summarizing the evidence; (5) interpreting the

findings.

Step 1: Framing of questions for the review
We formulated the review question using the PICO mnemonics (Population, Intervention,
Comparison, and Outcome) [37]. What are the prevention and management interventions of FASD

available globally?

Table 1: Characteristics and criteria for PICO

Characteristic Criteria

Population Individuals with FASD, young people, adult, women and children
Intervention Any strategy aimed at preventing or managing FASD
Comparison Individuals who do not receive interventions

Outcome Effective in preventing or managing FASD

Step 2: Identifying relevant work
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We searched the following Ebsco Host embedded databases; Academic Search Complete, ERIC,

SoINDEX, Health Source: Nursing/Academic Edition, CINAHL, Medline and Psych-ARTICLES. In

addition, we searched Sabinet, SAGE Journals, and PubMed databases. The following standard

Boolean phrase was applied to all the databases: (“fetal alcohol spectrum disorder” OR “fetal alcohol

syndrome” OR “alcohol-related neurodevelopmental disorder” OR “alcohol-related birth defects” OR

“partial fetal alcohol syndrome” OR “prenatal alcohol exposure”) AND (“intervention” OR “strategy”

OR “treatment” OR program” OR “management” OR “prevention” OR “therapy”). From the results

of the search, the titles and abstracts of the articles were screened by two of the authors (B.O.A. and

C.E.) for possible inclusion using the following criteria.

Inclusion criteria:

The interventions (both pharmacelogical-and-nen-pharmacological) must aim at preventing or
improving the outcome of prenatal exposure to alcohol;

Articles published in the English L.anguage;

Articles published from 2007 to 2017 (we chose this period to provide current information to help
inform policy development);

The target population must be women, young people, and individuals with FASD;

All the types (randomized controlled trials (RCT), quasi RCT, non-randomized controlled trials
and cohort studies with pre- and post-intervention);

Interventions targeting any age group.

Exclusion criteria:

Studies that do not report on the effectiveness of the interventions;
Animal studies;

Other systematic and scoping reviews;

Unpublished prevention and management interventions;
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e Articles published before 2007 and after 2017.

The flow chart of the selection process is presented in Figure 2.
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Figure 2: PRISMA flow diagram for the selection process

The database search yielded 2814 articles and 2495 were included after removal of the
duplicates. Eight-two articles were potentially relevant articles after the title and abstract screening

and 73 after retrieval of the full text. Seventy-three articles met the inclusion criteria for the final
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synthesis. B.O.A. and F.C.M. independently searched and screened the included articles and all the

disagreements were resolved by C.E. (see Figure 2).

This study was approved by the research ethics committee of the University of the Western

Cape (BM/16/4/4)

Step 3: Accessing the quality of studies

We used a study design-based quality checklist: The Effective Public Health Practice Project
(EPHPP) assessment tool. This tool was developed to assess the methodological rigor of primary
studies in public health [38]. The EPHPP assessment tool comprises of six quality components:
selection bias, study design, confounders, blinding, data collection methods, and withdrawals and

99 ¢

dropouts. Each study was rated using the “strong,” “moderate,” or “weak” scale (see Table 2). Herein
the overall rating of the quality of the studies assessed was not done. Additionally, the rating was not
used to determine the studies to be included in this review. This is because Juni et al. [39]
recommended that studies should be assessed independently and the total score should not be used.
This recommendation was supported by other authors [22]. The importance of the assessment is to
provide support to the findings and conclusion drawn from this study. The findings from this study
should interpreted with a due consideration to the assessment. B.O.A. and C.E. independently assessed
the included articles and all the disagreements were resolved by F.C.M. (see Table S1).

Table 2: Quality Assessment Components and Ratings for Effective Public Health Project
Instrument.

Components

Strong

Moderate

Weak

Selection bias

Very likely to be
representative of the
target population and
>80% participation rate

Somewhat likely to be
representative of the
target population and 60
to 79% participation rate

Not likely to be representative
(i.e., self-referred), <60%
participation

rate or not stated

Design

Randomized controlled
trial and controlled
clinical trial

Cohort analytic, case-
control, cohort, or an
interrupted time series

All other designs or designs
not stated
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Cofounders Controlled for at least Controlled for 60 to 79% Confounders not controlled
80% of confounders of confounders for, or not Stated
Blinding Blinding of outcome Blinding of either outcome  Outcome assessor and study

assessor and study
participants to
intervention status
and/or research question

assessor or study
participants or blinding is
not described

participants are aware of
intervention status and/or
research question

Data collection
methods

Tools are valid and
reliable

Tools are valid but have
not been shown to be
reliable

No evidence of validity or
reliability

Withdrawals and
dropouts

Follow-up rate of >80%
of participants

Follow-up rate of 60 to
79% of participants

Follow-up rate of <60% of
participants or withdrawals and
dropouts not described

The qualities of the studies were assessed, and only two studies were rated “strong” for

selection bias. Studies were rated “strong” if the participants were randomly selected from the target

population, “moderate” if the participants were recruited from a clinic and “weak” if the participants

were self-referred. Forty studies were rated “strong” for study design, which represents the number of

randomized controlled trials that were included. Studies were rated “strong” if the studies were

randomized controlled trials or contralled clinical trials “moderate” if the studies were cohort analytic,

case-control, cohort, or an interrupted time series and “weak’ if the studies were other designs or

designs not stated. Sixty-six studies were rated “strong” for'data collection. Studies were rated “strong”

if the tools were valid and reliable “moderate” if the tools were valid but had not been shown to be

reliable and “weak” if the tools were not reliable or valid. Table S1 contains the details of the quality

assessments of the studies included.

Step 4: Summarising the evidence

We summarized the data by tabulating the study characteristics, intervention approach and results of

the studies (see Table S2). We employed a type of narrative synthesis [40] called thematic summaries.

Thematic summaries allow for categorization of studies into thematic groups and tabulation of the
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findings into a thematic framework based on the predefined categories (framework) [41]. Therefore,

we used the framework method [42] to develop themes for data analysis (see Figure 3).

Figure 3: Heuristic classificatio ‘{f‘ﬁﬂ“ﬂﬁ'fﬁ]ﬁﬂ arise the data

Results UNIVERSITY of the

The characteristics of the studiey'irrll'iu‘ﬁeréfiﬁ_-tﬁ% Fb-vie@) a‘FeiﬁIEizstrated in table 3.

Table 3: Characteristics of the study included in the review

Characteristics Number of Studies
Research approach
Quantitative 72

Mixed method |

Study design

Mixed method

Descriptive longitudinal study
Prospective

Survey

Dichotomized control trial
Retrospective case analysis
Pre-post-test
Non-randomized control trial
Randomized control trial
Quasi-experimental

Case study

Cohort analytic
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Type of intervention
Prevention 32
Management 41

Study setting (continent)
North America

Africa

Europe

Australia

Asia

—_ W w Ul o

Global Distribution of FASD Prevention and Management Interventions

We mapped the distribution of the prevention and management interventions based on settings
within which each of the identified studies were conducted (Figure 4). Most of the studies were
conducted in the United States (47 of the 73 studies). Canada recorded the second highest studies on
FASD prevention and management studies (14 studies). Five studies where identified to be conducted
in South Africa and three from Australia.-Ukraine, Poland, Spain,-and Japan had one study each. Our

analysis showed no other published articles in any other countries.

==

Canada: 14 studies

’\ U NIVERSTTY )

WEST & Hang ——

o ; = »
United States: 47 shudies Spuin: 3 ukuty D S d
Japarc 1 study
B “&

Figure 4. A global representation of the prevention and management intervention studies by

countries.
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Prevention interventions

Prevention interventions were identified as interventions aimed at either preventing or reducing
the prevalence of FASD. We classified these interventions as facilities-based, school-based/education-
based and community-based depending on where the interventions had been carried out (Table 4).
However, interventions that took place in more than one setting were classified in the one that seemed

to be most appropriate for easy presentation of findings.

Table 4: Themes generated from the prevention interventions

Prevention Interventions

Nature of Numbers of Interventions Outcomes of
Interventions Studies and Interventions
Citation
Facility-based Joya et al. Single-session motivational Decreased alcohol
[43] interview for pregnant women consumption during pregnancy
Velasquez et Dual-focused approach (motivation = Reduced the risk for alcohol-
al. [44] interviewing on-alcoholand exposed pregnancy (AEP) by
contraception) increasing the effective use of
contraception and decreasing
alcohol use
Payne et al. Educational resources on FASD for | | Increased practitioners’
[45] Health professionals ||| ||| ||| knowledge of FASD
Mwansa- Training course on FASD capacity Built service providers’
Kambafwile building for service providers capacity to prevent and
etal. [13] manage women at risk for

Ondersma et

Computer-Delivered Sereening and' -

AEP
Demonstrated efficacy for

al. [46] Brief Intervention for pregnant favorable birth outcome
women

Delrahim- Web-based alcohol assessment and  Reduced number of risky

Howlett et al.  personalized feedback for women alcohol consumption

[47] of reproductive age

Tzilos et al. Brief Computer-Delivered Significantly decreased alcohol

[48] Intervention for pregnant women use

Hutton et al.  Project CHOICES intervention for ~ Decreased the AEP risk in the

[49] women through effective use of

contraception and decrease
alcohol use

Osterman et

Single-session of motivational

Ml was not found effective in

al. [50] interviewing (Ml) for women decreasing alcohol use
Osterman Motivational interview intervention Ml was not found effective in
and for pregnant women decreasing alcohol use
Dyehouse
[51]
School- LaChausse Multimedia presentation on FASD Increased the students’
based/education- [52] for high school students knowledge of FASD
based Boulter [53] Peer-delivered educational Increased youths’ knowledge

presentation on FASD for youth

about FASD

Toyama and
Sudo [54]

Tailored leaflet educational
intervention

Improved knowledge of
pregnant women re FASD
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Community-
based

Hanson et al.
[55]

Preconception prevention program
(motivational interview techniques)
for at-risk women

Reduced the risk for AEP by
increasing contraception use

Rasmussen et

Mentorship program for at-risk

Farrell- One-session motivational interview  Decreased the AEP risk in the
Carnahanet  for non—treatment-seeking community by increasing
al. [56] community women contraception use and
decreasing alcohol use
Hanson et al.  Motivational interview-based Modified self-reported
[ intervention for women drinking and contraception
behavior positively
O’Connor Brief intervention (10—15 min Promoted abstinence from
and Whaley counseling sessions) for pregnant alcohol by increasing
[10] women motivation to change
unhealthy behavior
Letourneau Mail-based prevention program for ~ Reduced the risk for AEP by
etal. [57] at-risk women increasing the effective use of
contraception
Tenkku etal.  Web-based intervention using Reduced the risk of an AEP by
[58] tailored motivational messaging for  increasing the effective use of
women contraception and decreasing
alcohol use
De Vries et Case management intervention for ~ Helped women to stop
al. [12] heavy drinking pregnant women drinking and reduced the risk
e ——, of FASD
Montag etal.  Targeted Sereening, Brief Decreased risky drinking
[59] Intervention, and-Referralto behavior and vulnerability to
Treatment (SBIRT) interventionfor* AEP
women - T ¥ T T
May et al. Case management intervention for| | Reduced maternal alcohol
[60] heavy drinking pregnant women ||| drinking at critical times
France et al. Threat-based and self-efficacy based | Promoted women’s intentions
[61] message-on-alcohol-for-women to abstain from alcohol
Wilton etal.  Telephone-based brief intervention ~ Reduced the risk of an AEP by
[62] (counseling sessions) increasing contraception use

and decreasing alcohol use

Reduced the risk of an AEP by

al. [63] women increasing contraception use

Floyd et al. Brief motivational intervention for Reduced the risk of an AEP by

[64] women increasing contraception use
and decreasing alcohol use

Chersich et Universal intervention (highlighting ~ Reduced the prevalence of

al. [9] FASD using local media and health FASD by increasing

promotion talks at health facilities)

knowledge of harms of
maternal drinking

Dresser et al.

Training program on FASD for

Reduced serving of alcohol to

[65] alcohol-server pregnant women

Hanson et al.  Media campaign on FASD for Increased knowledge of FASD
[66] women and decreased actual drinking
May et al. Case management intervention for ~ Helped women to stop

[67] women drinking and reduced the risk

of FASD

Ingersoll et al.
[68]

Pre-conceptional motivational
interviewing interventions for
women

Decreased DDD (drinks per
drinking day), ineffective
contraception rate and AEP
risk

Russell et al.
[69]

Project CHOICES intervention for
youth and adult

Demonstrated increased
effectiveness of birth control
use and decreased use and
abuse of alcohol
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Facility-based prevention interventions

The review identified 10 facility-based interventions [13, 43-51]. Eight of the facility-based
interventions [43, 44, 46-51] targeted women while the other two were aimed at service providers
[13,45]. We identified three motivational interviews [43, 50, 51] (single-session motivational
interviews [43, 50]and a motivational interview [51]). One of the interviews decreased alcohol
consumption during pregnancy [43] whereas the remaining two were not found effective in decreasing
alcohol use [50,51]. Another study described the effectiveness of the use of a dual-focused approach
(motivational interviewing and the trans theoretical model) in reducing the risk for an alcohol-exposed
pregnancy (AEP) [44]. In addition, Project CHOICES intervention for women decreased the AEP risk
through the effective use of contraception and decreased alcohol use [49]. We found a web-based
alcohol assessment and personalized feedback for women of reproductive age to reduce the amount of
risky alcohol consumption [47]. We identified @ short training course based on brief motivational
interviewing principles to build service provider capacity for the better management of women at risk
for AEP [13]. Another study described the distribution of educational resources to increase health
professionals’ knowledge, change health professionals’ attitudes’ and practice on FASD and improve
the quality of advice the health professionals provide to pregnant women vis-a-vis alcohol
consumption [45]. We also found two brief interventions for pregnant women [46,48] (Computer-
Delivered Screening and Brief Intervention and Brief Computer-Delivered Intervention). The first
intervention demonstrated efficacy for favorable birth outcome [46] whereas the other significantly

decreased alcohol use [48].

School-based/education-based prevention interventions
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Three school-based interventions [52-54] were identified and reported to have the potential of
preventing FASD. We found a peer-led 40-minute pilot multimedia presentation intervention among
middle and high school students that increased the students’ knowledge about the effects of alcohol
consumption during pregnancy [52]. We also found multimedia, peer-delivered educational
presentation for youth (Fetal Alcohol Spectrum Teaching and Research Awareness Campaign)
improved youths’ knowledge about FASD [53]. In addition, the third education-based intervention,

educational leaflet improved women’s knowledge of FASD [54].

Community-based prevention interventions

Nineteen community-based interventions{9-12,55-69]-aimed at either preventing FASD or
reducing the prevalence of FASD were identified. We foundthree CHOICE programs [55,57,69]. The
first program (the Oglala Sioux Tribe CHOICES) is the mativational interview techniques based pre-
conceptional prevention of AEP and the-program-reduced risky drinking in women at risk for AEP
and/or preventing unintended pregnancy. [55]. [The second program,(the Project Healthy CHOICES) is
a self-administered, mail-based prevention intervention and it was found effective in minimizing the
risk of AEP [57]. The third Project CHOICES intervention for youth and adult demonstrated increased
effectiveness of birth control use and decreased use and abuse of alcohol [69]. Three case management
prevention interventions [12,60,67] were identified. Two case management intervention (intervention
activities that incorporated life management, Motivational Interviewing techniques and the
Community Reinforcement Approach (CRA)) that helped women to stop drinking or drink less while
pregnant, thereby decreasing the risk of FASD [12,67]. The third case management intervention study
was found effective in reducing maternal drinking at critical times and therefore decreased the fetal

alcohol exposure level [60].
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We identified four brief interventions [10,59,62,64] aimed at either preventing FASD or reducing
the prevalence of FASD. We found a brief intervention with a potential of promoting abstinence to
alcohol among women [10]. In another study, the Targeted Screening, Brief Intervention, and Referral
to Treatment (SBIRT) intervention decreased risky drinking behavior and vulnerability to AEP among
women [59]. A different study found a telephone-based brief intervention to be successful and cost-
effective in reducing the risk of AEP in women [62]. The last study reported brief motivational

intervention to be effective in minimizing the risk of AEP in women [64].

Only two web-based interventions [11,58] were identified. In the first intervention, the risk of AEP
was diminished using tailored motivational messages [58]. The second intervention was based on a
motivational interview in which participants received intervention materials through email was

effective in modifying self-reported drinking-and-contraception-behavior [11].

Our review also identified a training program|[65], media campaign [66] and parent program based
in the community [63]. We found an alcohol-server training program on responsible beverage service
to be effective in reducing the serving-of.aleohol te visibly pregnant women [65]. Another study
reported that a media campaign (including posters; radio ads, and other materials such as brochures
and pens) decreased risky drinking behavior among women [66]. The First Step Program (a mentorship
program model after the Parent-Child Assistance Program) demonstrated promising outcomes for
women at-risk for giving birth to a child with FASD [63]. In addition, we identified pre-conceptional
motivational interviewing interventions for women to decrease DDD (drinks per drinking day),

ineffective contraception rate, and AEP risk [68].

We also identified a combination of two threat concepts and one positive concept based on self-
efficacy with promising potentials to promote women’s intentions to abstain from alcohol during
pregnancy [61]. In another study, the risk of AEP was reduced in the community by one-session,

remote-delivered, preconception, motivational interviewing-based intervention for non-treatment-
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seeking community women [56]. In addition, it was reported in a study that universal intervention can

reduce the prevalence of FASD, especially where knowledge of harms of maternal drinking is low [9].

Management interventions
In a similar manner, we classified the management interventions as facilities-based, school-
based/education-based and community-based depending on where the interventions were carried out

(Table 5). However, interventions that took place in more than one setting were classified in the one

that seemed to be most appropriate for easy presentation of findings.

Table 5: Themes generated from the management interventions

Numbers of

Nature of .
Interventions Studies and
Citation
Nguyen et al.
[70]

Facility-based

Zarnegar et al.

[71]

Interventions

" Use of cﬁne?w:plcﬁan(fg
(children

Use of neuro-developmentally
informed intervention for children

Outcomes of Interventions

Did not improve cognitive
performance

Improved developmental deficit in
several domains

Wozniak et al.
[72]

Wozniak et al.

children_

Use of choline supplement for

Use of choline subﬁléﬁiér{t for I/

Improved neurocoghnitive
functioning

Has potential to improve

[73] _ _children ~~ ~ ~ neurocognitive functioning
Wilczynski et Use of sensory integration/(Sl) Improved sross motor function
al. [74] therapy for children P &

Yazdani et al. An early intervention program for . o -

[75] motheryan d young chillf:lregn Mitigated cognitive deficit
Kable et al. Use of choline supplement with Impacted brain development
[76] multivitamin/mineral for children positively

Connolly et al.
[77]

Applied behavior analysis (ABA)-
based verbal behavior treatment
program for children

Showed rapid skill acquisition in
communication adaptive
emotional/behavioral functioning

Nash et al. [78]

Individual designated therapy room
for children

Ameliorated executive functioning
deficits

Soh et al. [79]

Sensory integration and cognitive
behavioral training

Improved self-regulation skills and
brain development

Keiver et al.
[80]

Physical activity program for
children with FASD

Showed differences in cortisol
levels in children with FASD
compared to Controls

Nash et al. [81]

Alert® Program for Self-Regulation
for behavioral regulation for
children

Improved functional integrity in the
neural circuitry for behavioral
regulation

Doig et al. [82]

Attention-deficit/hyperactivity
disorder (ADHD) treatment for
children

Inattention may be less responsive
to ADHD medication
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School-
based/education-
based

Educational intervention for

Coles et al. r. : : Improved both mathematical skill
specific learning and behavior need .
[83] : and behavior
for children
Kerns et al. Use of computerized attention .
84] training for children Improved cognitive performance
- . Intervention to increase .
Jirikowic et al. : : . Improved sensory adaptation,
compliance with motor function in
[85] children balance and motor performance
Adnams et al. Classroom language and literacy Improved cognitive in targeted
[86] intervention for children brain areas
The educational intervention
Kable et al. . . . . -
87] focused on behavior mathematical ~ Remediated mathematical deficits
functions for children
Kable et al. Computerized instruction for .
[88] children Improved self-regulation
McCoy et al. . - ; .
89] y Sensorimotor Training for children  Increased postural sway velocity
: : o . Improved deficits in social
Keil etal. [90]  Social skills intervention P

information-processing

Schonfeld et al. Social-skills and play-therapy

Improved social skills and reduced

[91] problem behaviors
Wells et al. S,Zf:fat:fgaﬂ It?::r:::;i:;::n d Improved the executive functioning
92 . P & and emotional problem-solvin

children P g
O’Connor et Alcohol reduction interventionfor  Reduced and prevented alcohol use
al. [93] _adolescents with FASD and some secondary disabilities
Kerns et al. Game-based process specific .
[94] intervention for children Improved cognitive development

|Computer game forla ||
Coles et al. . . . .
[95] metacognitive control strategy for ~ Reduced disruptive behaviors

children
Coles et al. Virtual reality game of fire safety Showed significantly becter .

J knowledge of the game to which
[96] and street safety-for-children
LN IVERMSLI Y of fifpe they were exposed
Loomes et al. Rehearsal. training.on working .ShoYved |mpr0\./e.ment in digit span
[97] emdrdsobs B diidr-dh in children receiving rehearsal
i training

Clark et al. Professional development program Provu.:Ied support for the .
[98] for teachers effectiveness of the professional

development program for teachers

Community-based

Leenaars et al.

[99] Families intervention program

Assisted families to cope with
stress

O’Connor et
al. [100]

Social-skills and play-therapy for
children and parents

Improved knowledge of
appropriate social skills, and
parent-reported social skills

Petrenko etal.  Tailored intervention for children

Improved child self-regulation and

[101] and caregivers caregiver behavior
Reid et al. Home-based program for high-risk, .
[102] vulnerable fanl:iliegs g Improved self-regulatory skills

Program targeting key risk and

Petrenko et al. . .
protective factors for children and

Showed promising result for the
prevention of secondary conditions

[103] families and improves the family adaptation
Millians and A program.c.leveloped to 'flddress ' .

neurocognitive mathematical Remediated learning problems
Coles [104] L :

impairments for children
Kable et al. Mathematical skills intervention for Improved mathematical skill
[105] children P

Pomeroy and
Parrish [106]

Online training on FASD for Court
Appointed Special Advocates

Improved FASD knowledge
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Hanlon- Use of community home-based

Dearman etal.  attachment intervention for Improved communication of needs
[107] caregivers
Caregiver Education and Training
Kable et al. for Behavioral Regulation for Improved caregivers’ knowledge of
[108] children FASD
Pelech et al. Int.erventlon to er?hance practice at Significant decline in number of
child welfare and improve
[109] o placement changes
placement stability
Significant reduction in client’s
Denys et al. Step by Step mentor program for S . .
needs and significant increase in
[1o] parents

client’s goals

Facility-based management interventions

We identified 13 facility-based management interventions [70-74,76-82] aimed at managing the
FASD. Five of the facility-based management interventions were pharmacological interventions
[70,72,73,76,82]. The four studies discussed the-use-of-choline supplements to improve cognitive
performance [70], neurocognitive functioning, particularly hippocampal-dependent memory [72],
tolerability for FASD management [73] and brain development/[76] in children with FASD. Three of
the interventions showed promising outcomes—while—chotine‘supplement was not effective in
improving memory, executive functionand attention deficits in children with FASD. The last study
reported that attention-deficit/hyperactivity disorder (ADHD) in children with FASD may be less

responsive to ADHD medication [82].

Four of the facility-based management interventions improved a certain aspect of brain functions
[74,78,79,81]. The use of sensory integration (SI) therapy [74] showed high efficacy on gross motor
function and individual designated therapy room [78] (a room with varieties of therapy materials for
the Alert Program for Self-Regulation) demonstrated effectiveness in correcting the executive function
disabilities in children with FASD. In addition, sensory integration and cognitive behavioral training
improved self-regulation skills and brain development [79] and the Alert® Program (TherapyWorks
Inc., Albuquerque, New Mexico, USA) for Self-Regulation improved functional integrity in the neural
circuitry for behavioral regulation [81].
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We also identified another study that demonstrated the potential usefulness of neuro-
developmentally informed intervention in a real-world setting with young children with FASD in
improving developmental deficit in several domains [71]. In another study, the use of an early
intervention program for drug and alcohol addicted mothers and their young children (Breaking the
Cycle) was effective to mitigate some of the well-described damages caused by heavy in utero alcohol
exposure [75]. A different study reported that verbal behavior treatment program (applied behavior
analysis) resulted in rapid skill acquisition across several areas of functioning (communication and
functional skills) in a child with FASD [77]. Furthermore, physical activity program for children with

FASD showed differences in cortisol levels in children with FASD compared to Controls [80].

School-based/education-based management interventions

Our review identified 16 school/education-based management interventions [83-93, 96-98]. Two
of the above-mentioned management -interventions aimed-at improving mathematical skills and
behavior in children with FASD [83,:87]. Both interventions were found effective in improving

mathematical skills and the behavior ‘of children with FASD:

We identified four game/computer interventions [88,94-96] as a part of the school-based
management interventions. The three interventions include the use of a computerized instruction for
children with FASD consistent with their parent training, a game-based process and a serious game
designed to teach a metacognitive control strategy in a computer game environment for children with
FASD. The three interventions verified to be useful in improving self-regulation [88], cognitive [94]
and reducing disruptive behaviors [95]. In the last game intervention, the virtual reality game of fire
safety and street safety, children showed significantly better knowledge of the game to which they

were exposed [96].
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Three pieces of training were identified as a part of the education-based interventions [84,89,97].
The computerized attention training [84] and the Sensorimotor Training to Affect Balance,
Engagement, and Learning (STABEL) (an intervention designed to train sensory control during
balance) [89] and rehearsal training on working memory span of children [97]. The pieces of training
were effective in improving cognitive performance [84] increasing postural sway velocity [89] in
children with FASD and improving the digit span in children [97]. Additionally, we also found a

program effective for the professional development of teachers [98].

We identified two social skill interventions [90,91] as a part of education-based management
interventions. The social skills intervention for social information-processing among individuals with
FASD [90] and a 12-session, social-skills and play-therapy outpatient treatment for elementary school-
aged children with FASD and their parents{91}-(the-Children’s-Friendship Training (CFT)) [91]. The
former improved social information-processing while the latter improved social skills and led to a

reduction in problem behaviors in children with FASD.

We identified an intervention developed -to. reduce-alcohol consumption and alcohol-related
negative outcomes among adolescents withFASD [93], a highly motivating modality intervention
[85], the classroom language and literacy intervention [86] and group therapy for foster and adoptive
caregivers and their children affected with FASD [68]. These interventions reduced the alcohol use
and prevented secondary disabilities among adolescents with FASD [70], improved sensory
adaptation, balance and motor performance [85], cognitive [86], executive functioning and emotional

problem-solving [92] in children with FASD respectively.

Community-based management interventions
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Twelve community-based management interventions [99-110] aimed at managing the FASD
were found. Two of the community-based management interventions studies discussed the use of a
neurocognitive [104] and community translation [105] Math Interactive Learning Experience (MILE)
program (Claire and Coles, Atlanta, Georgia, USA) to improve mathematics skills in children with

FASD. Both interventions improved mathematics skills in children with FASD.

Three of the community-based management interventions [99,102,103] identified focused on
the family. These family-based interventions include support, education, advocacy and refer families
to available services [99], a home-based program for high-risk and vulnerable families [102] and a
program targeting key risk and protective factors for children with FASD and their families [103].
These interventions were effective in assisting families of children with FASD [99], improving
children with FASD’s self-regulatory-skills-by-focusing-on-the-parent-child relationship [102] and

preventing secondary conditions and improving family adaptation [103].

We also identified a 12-session, social-skills and play-therapy outpatient treatment for
elementary school-aged children with- FASD and -their -parents [100], emotional understanding
intervention [101], an online training.on FASD for Court Appointed Special Advocates (CASA) [106]
and community home-based attachment intervention for caregivers of children with FASD [107].
These interventions improved knowledge of appropriate social skills, self-concept and parent-reported
social skills in children with FASD [100], self-regulation in children with FASD and caregiver
behavior [101], the CASA workers knowledge of FASD [106] and children’s ability to communicate

their needs better [107].

Furthermore, we identified three other community-based management interventions [108—
110]. The caregiver education and training for behavioral regulation improved caregivers’ knowledge
of FASD [108]. Another intervention reported is the Step by Step mentor program for parents [110].

The intervention significantly reduced the client’s needs and significantly increased the client’s goals
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[110]. The last of the three interventions was conducted to enhance practice regarding child welfare
and improve placement stability [109]. The result of the intervention showed a significant decline in

the number of placement changes [109].

Step 5: Interpreting the findings

Discussion

Seventy-three studies, of which 32 were prevention interventions studies and 41 management
interventions, were included in this review. We found the interventions (prevention and management)
effective or to show promising outcomes in-either-preventing or managing FASD. Although, four of
the interventions that met the inclusion criteria.and were classified as facility-based interventions (two
prevention and two management) were not effective because they require further research to determine

their effectiveness.

Although, this review targeted interventions across the 'life span for both prevention and
management interventions, we could not find studies for management interventions that include
participants above 18 years of age for this period (2007-2017). Most of the management interventions
reported targeted children. These findings aligned with the outcome of the recent systematic review,
which reported the paucity of the management interventions across the life span, especially beyond
childhood [22]. The demerit of the lack of interventions beyond childhood is that secondary disabilities
can more easily manifest. This is because the issues of FASD are life long and multifaceted (containing
educational, social and medical), which can manifest in primary and secondary disabilities [5].
Therefore, there is a need to develop multifaceted interventions—as FASD affects individuals across
the life span [24]—and management interventions for the management of secondary disabilities in

adolescents and adults with FASD. This is because it has been reported that early and age/culturally-

198



appropriate interventions showed promising outcomes for the management of FASD [22].
Furthermore, we encourage the publication of ongoing efforts to prevent and manage FASD across the

life span.

Despite calls from researchers for urgent needs for both prevention and management
interventions [31, 111], they remain scant in regions with high prevalence [6]. In this scoping review,
most of the prevention and management intervention studies were conducted in America, precisely the
United States of America (see Table 3) with a comparatively lower prevalence of FASD compared to
Europe. A total of six (three each) prevention and management interventions studies were conducted
in Australia and Europe, although Europe has an overwhelmingly high prevalence of FASD (20/1000
children and youth in the general population) [6]. We found out that only five prevention and
management interventions studies: were-conducted—in—Africa.-These interventions studies were
conducted only in South Africa. This huge uneven. distribution of intervention has public health
implications for the prevention and management of FASD, particularly in settings like Europe and

Africa. This could further demonstrate the reason for the increasing prevalence of FASD [6].

Motivational interviewing was thermaost reported intervention adopted for preventing FASD in
this study. It was effective in reducing alcohol consumption during pregnancy by empowering
participants to make the necessary behavioral changes [11-13, 43, 44, 50, 51, 55, 56, 60]. Although it
was not effective in two studies, a different study has found motivational interviewing to be an
effective intervention in the addiction field [112]. The use of motivational interviewing has seen an
increase in health-promoting behaviors such as oral health, safe sexual practices, diet modification and
physical exercise [113, 114]. In addition to motivational interviewing, the brief intervention was
similarly found effective in preventing FASD [10,46,48,59,62,64]. The CDC has also found Alcohol
Screening and Brief Intervention effective in reducing alcohol use for all adults, including pregnant

women in the medical and other settings [8].
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The case management approach to preventing FASD was also found effective in reducing
alcohol consumption during pregnancy [12,60,67]. The case management activities incorporated life
management, Motivational Interviewing techniques and the Community Reinforcement Approach.
The finding supports the call for integrated care in the prevention and management of chronic
conditions [115]. In addition to case management, the training and education of relevant service
providers and individuals with FASD were found effective in the prevention of FASD
[9,13,52,53,65,66]. These findings support the previous study that found training and education to be

effective for health promotional activities in achieving behavioral changes [116].

We found management interventions such as social skills interventions [90,91,100], school-
based interventions [83-93] and family-centered interventions [91,99,100,102,103] effective for the
management of FASD. Social skills-interventions-were-effective-in managing information-processing
deficits in individuals with FASD {90,91,100]. Studies have previously reported social skills
interventions to be effective in managing other conditions with hehavioral problems such as Autism
Spectrum Disorder, schizophrenia and Down syndrome [117-119]. The use of school-based
interventions was also found effective in improving specific educational skills, cognitive and motor
performance, social skills and regulation of behavior [59-65,68—71]. The school-based interventions
have been found effective in managing a similar disorder such as attention deficit hyperactivity
disorders [120]. In addition, family-centered interventions were found to be effective in reducing
problem behavior and improving social skills [91,99,100,102,103]. The effectiveness of family-
centered intervention in the management of problem behaviors in children and adolescents has been

earlier reported in another study [121].

Prevention and management interventions that have been developed, implemented and
evaluated and found effective in preventing and/or managing FASD in a particular setting can be

modified for implementation in other settings, especially settings that have high prevalence such as

200



Europe and Africa. Nevertheless, attention should be paid to address those context-related differences,
which may impact on the effectiveness of the interventions. Therefore, various context-specific
adaptations should be considered during implementation to ensure the effectiveness of the
interventions. Our finding aligns with that of Petrenko and Alto [27] on the need to address the barriers
to the implementation of FASD interventions, especially cultural barriers as highlighted in their work.
We support the call for collaboration among researchers, cultural experts, and local stakeholders to
facilitate implementation, which will enhance the effectiveness of interventions and promotes
sustainability. We agree with their suggestion on the use of purveyors as cultural liaisons between
researchers and local stakeholders to facilitate buy-in from the latter and the community at large. The
importance of the above is to encourage tailored interventions to maximize efficacy. In addition, we
believe that interventions work best when.the metivations and.methods reflect the communities’ world

view and culture.

In addition, the uneven distribution of interventions for the prevention and management of
FASD calls for collaborative actions between researchers, clinicians, service providers and community
members across the globe. Improving both the prevention and management of FASD requires
evidence-based approaches to community-based and clinic-based service delivery that can overcome
the geographic, regional and cultural diversity contexts in which women become pregnant. Although
FASD seems to be a priority for communities and governments in America, especially the United
States of America, research capacity has not been available to support the development of the context-
specific knowledge needed to inform policy and practice in other regions such as Europe and Africa
that have a high prevalence of FASD. Moreover, there have not been adequate mechanisms for
transferring practice-based knowledge from the information-rich areas such as Canada and the United
States of America to researchers and service providers in the South to inform their own policy and
practice. We argue, in agreement with Salmon and Clarren [122] for a globalization approach—

interconnectedness and interdependence across the different regions of the world to share their
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experiences and knowledge in supporting multi-directional capacity building in FASD prevention and

management.

Strengths and Limitations

One of the strengths of this study is that we aimed to include studies on the prevention and
management interventions across the life span. In addition, thematic analysis was used to analyze the
data (using a framework developed in accordance with the aim of the study), which allowed

interventions to be categorized as prevention interventions and management interventions.

The results of this review should be considered-in light of the following limitations. A weakness
is that this current scoping review selected studies that are pubtished only in English from the selected
databases. Some of the studies selected were limited by sample size and others were pilot studies,
which required to be tested with larger samples. This review only focused on evidence published from
2007 to 2017 as was stipulated in the study objective. As is with other systematized reviews with a
large number of articles, it takes some-time-to-screen all-the full data, classify the strength of the
evidence, extract and analyze the data and then prepare the manuscript for submission. To avoid
disruptions through these processes, we decided to focus our scoping review up to 2017. Inherent to
reviews addressing the effectiveness of a program, intervention or policy is the issue of how to report
efficacy. In this review, it was difficult to standardize the measure or assessment of effectiveness due
to the variation of study designs used in the selected articles. For instance, we found that it was difficult
to compare the effectiveness of a program obtained through a pre-post study finding to that obtained

from an RCT in a comparable manner.

Conclusion
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Despite FASD being preventable, its prevalence remains high around the world. Therefore, more
efforts should be geared toward prevention. FASD is a lifelong disability with various educational,
medical and social issues facing individuals affected by the disorders, however, there is a paucity of
interventions for adolescents and adults. The lack of appropriate interventions for these age groups
promotes the development of secondary disabilities. There is also a paucity of interventions developed
and implemented in countries with a higher prevalence of FASD such as Europe and Africa. Therefore,
there is a great need to share and implement context/culturally appropriate interventions for the

prevention and management of FASD.
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Table S1: Quality assessment results for included studies

Author Selection bias Design Cofounders Blinding Data collection Withdrawals and
methods dropouts

Prevention intervention

Clinical

Mwansa-Kambafwile Moderate Weak Weak N/A Moderate Weak
etal, 2011

Joya et al,, 2016 Moderate Strong Strong Moderate Strong Strong
Velasquez et al.,, 2010 | Moderate Strong Strong Moderate Strong Moderate
Payne et al., 201 | Moderate Weak N/A N/A Strong Weak
Ondersma et al,, 2015 | Moderate Strong Strong Moderate Strong Strong
Delrahim-Howlett et | Moderate Strong Strong Moderate Strong Strong
al,, 2011

Tzilos et al., 201 1 Moderate Strong Strong Moderate Strong Strong
Hutton et al, 2014 Moderate Strong Strong Weak Strong Moderate
Osterman et al,, 2014 | Moderate Strong Strong Moderate Strong Weak
Osterman and Moderate Strong Strong Moderate Strong Strong
Dyehouse, 2012

Educational WESTERN CAPE

Boulter, 2007 Moderate Weak N/A N/A Moderate Weak
LaChausse, 2008 Strong Weak Strong Moderate Strong Strong
Toyama and Sudo, Moderate Weak Strong Moderate Moderate Weak
2013

Social

De Vries et al., 2013 Moderate Moderate N/A N/A Strong Moderate
Montag et al., 2015 Moderate Strong Strong Moderate Strong Strong
May etal., 2103 Moderate Moderate N/A N/A Strong Moderate
Wilton etal.,, 2013 Moderate Strong Strong Moderate Strong Moderate

220



Rasmussen et al., Weak Moderate N/A N/A Strong N/A
2012

Floyd et al., 2007 Weak Strong Strong Moderate Strong Moderate
Hanson et al,, 2012 Weak Weak N/A N/A Strong Weak
Hanson et al,, 2017 Weak Weak N/A N/A Strong Weak
Letourneau et al., Strong Weak N/A N/A Strong Strong
2017

O’Connor and Moderate Strong Strong Moderate Strong Moderate
Whaley, 2007

Hanson et al,, 2013 Weak Weak N/A N/A Strong weak
Farrell-Carnahan et Weak Moderate N/A N/A Strong Moderate
al, 2013

France et al,, 2014 Weak Strong Strong Moderate Strong Weak
Dresser et al., 201 | Weak Weak Strong Moderate Moderate Weak
Chersich et al,, 2012 | Weak Weak N/A N/A Strong Strong
Tenkku et al., 201 | Weak Weak Strong Moderate Strong Moderate
May et al., 2008 Moderate Weak N/A N/A Strong Moderate
Ingersoll et al., 2013 Weak Strong Strong Moderate Strong Strong
Russell et al., 2017 Moderate Moderate N/A N/A Strong Moderate
Management interventions ATIVE 1 T

Clinical T e . o

Nguyen et al., 2016 Strong Strong Strong Strong Strong Strong
Zarnegar et al., 2016 | Weak Weak N/A N/A Strong Moderate
Wozniak et al., 2015 Moderate Strong Strong Strong Strong Strong
Wozniak et al., 2013 Moderate Strong Strong Strong Strong strong
Wilczynski et al., Weak Weak N/A N/A Strong Strong
2015

Yazdani et al., 2009 Strong Weak Strong N/A Strong N/A
Kable et al., 2015 Moderate Strong Strong Moderate Strong Weak
Connolly etal.,, 2016 | Moderate Weak N/A N/A Strong N/A
Nash etal.,, 2015 Weak Strong Strong Moderate Strong Strong
Soh etal,, 2015 Weak Strong Strong Moderate Strong Moderate

221




Keiver etal, 2015 Weak Strong Strong N/A Strong Strong
Nash etal, 2017 Moderate Strong Strong Moderate Strong Weak
Doig et al, 2017 Moderate Weak Strong Moderate Strong Weak
Educational

Coles et al.,, 2009 Moderate Strong Strong Moderate Strong Strong
Kerns et al., 2010 Weak Moderate N/A N/A Strong Strong
Jirikowic et al., 2016 Moderate Strong Strong Moderate Strong Strong
Adnams et al., 2007 Moderate Strong Strong Moderate Strong Strong
Kable et al., 2007 Weak Weak Strong Moderate Strong Strong
Kable et al., 2016 Moderate Strong Strong Moderate Strong Strong
McCoy et al, 2015 Moderate Weak N/A N/A Strong Weak
Kerns etal., 2017 Weak Weak N/A N/A Strong Moderate
Coles et al, 2015 Moderate Strong Strong Moderate Strong Strong
Wells et al., 2012 Moderate Strong Strong Moderate Strong Strong
Keil etal., 2010 Weak Strong Strong Moderate Strong Strong
O’Connor et al., 2016 | Weak Strong Strong Moderate Strong Strong
Schonfeld et al.,, 2009 | Weak Strong Strong Moderate Strong Weak
Coles et al., 2007 Weak Strong Strong Moderate Moderate Strong
Loomes et al., 2008 Moderate Strong Strong N/A Strong Strong
Clark et al., 2014 Moderate Strong Weak Moderate Strong Strong
SOCiaI W ET W v Fyv W re T

Leenaars et al., 2012 Moderate weak N/A N/A Moderate N/A
O’Connor et al, 2012 | Moderate Strong Strong Moderate Strong Moderate
Petrenko et al, 2017 | Moderate Strong Strong Moderate Strong Weak
Reid et al,, 2017 Moderate Weak N/A N/A Strong Moderate
Petrenko et al, 2017 | Moderate Strong Strong Moderate Strong Strong
Millians and Coles, Moderate Weak N/A N/A Strong N/A
2014

Kable et al., 2015 Weak Strong Strong Moderate Strong Strong
Pomeroy and Parrish, | Moderate Weak N/A N/A Strong Moderate

2013

222




Hanlon-Dearman et Moderate Strong Strong Moderate Strong Moderate
al,2017

Kable et al., 2012 Moderate Strong Weak Moderate Strong Moderate
Pelech et al., 2013 Moderate Moderate Strong Moderate Strong Moderate
Denys et al., 201 | Moderate Weak N/A N/A Moderate N/A

Confounders were not assessed for one-group studies, blinding was not assessed for one-group studies and case study and withdrawals/dropouts were not assessed for a
case or retrospective studies

Table S2: Data extracted from the included studies

Author Country | Study Sample size and population—-Approach-and follow-u Result
design '
Prevention intervention
Clinical / ‘
Mwansa- South Pre-post-test | 86 service providers with 23 Training on the importance of a brief interview in the | The finding showed the
Kambafwile | Africa design control group treatment of alcohol problems, the importance of effectiveness of a brief motivational
etal, 2011 contraception for AEP, and ways to improve the interview in building the capacity of
referral-system.-No-follow+up reported service providers to be able to
prevent and manage FASD.
Joya etal, | Spain Randomized 168 pregnant women attending Some participants/received single session motivational | Single-session Ml helped in
2016 control trial antenatal visit Intervention and other educational control condition. | decreasing alcohol consumption
were included in Mothers'completed the Ethanol Timeline Follow-back | during pregnancy.
the study for Ethanol consumption from the time of study
enrolment until delivery.
Follow up reported at 2™ and 3™ trimester of the
pregnancy.
Velasquez | USA Randomized 830 women were randomized to | Each participant was offered four counseling sessions, | Project CHOICES demonstrated
etal, 2010 control trial either the motivational plus the visit to a contraception provider, delivered the efficacy of a dual-focused
counselling (information plus over the course of 10 weeks. Women were also given | adaptation of motivational
counselling; IPC) group (n = informational brochures on alcohol, health, and interviewing to reduce the risk for
416) or the information only available birth control methods. AEP.
(10) group (n= 414). Follow-up was reported at 9 months.
Payne et Australia | Survey 1483 health professionals Educational resources were delivered to health Increased health professionals’
al,, 2011 professionals, Follow-up reported at 6 months. knowledge, changed in attitudes
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and practice about FASD, and the
advice they give to pregnant
women about alcohol
consumption.

Ondersma | USA Randomised 48 pregnant women who The e-SBI intervention was built on principles of This pilot trial demonstrated the
etal, 2015 control trial screened positive for alcohol motivational interviewing and sought to facilitate self- | acceptability and preliminary
risk at an urban prenatal care change and/or treatment-seeking through a 20-minute | efficacy of a computer-delivered
clinic. Participants were interactive session, using various techniques. The screening and brief intervention (e-
randomized by the software three tailored mailings were sent. All mailings were SBI) plus tailored mailings for
using simple randomization to tailored based on participant age, gestational age, race, | alcohol use in pregnancy.
either e-SBI or control quit goal, level of social support for stopping alcohol
conditions in a |:1 ratio use, frequency of binge drinking, and self-efficacy for
quitting..The control condition provided a time-
matched (20.minutes) and moderately interactive
intervention-focused-on-infant nutrition, with no
mention of alcohol use during pregnancy.
Delrahim- | USA Double 150 non-pregnant women Participants-in the intervention group received The results of this study
Howlett et blinded between ages 18 to 44 were feedback on their alcohol consumption, health risks demonstrate that web-based
al, 2011 randomized randomized into 2 groups. associated with risky alcohol use, and social norms assessment of alcohol consumption
trial information. Participants in the control group received | among low-income women of
general information (non-personalised) about alcohol reproductive age, as represented
consumption. Follow-up consisted of telephone based | by WIC clients, is feasible and
assessment of current drinking at | and 2 months post | acceptable. The findings also
baseline assessment and intervention. suggest that detailed and
interactive assessments of alcohol
consumption may be sufficient for
the reduction of risky drinking
within this population without
personalized feedback.
USA Randomized Participants were 50 pregnant The intervention group received the computer-based | Participants in both conditions
Tzilos et control trial women ages |8 and 45 attending | brief motivational intervention specifically tailored to significantly decreased alcohol use
al, 2011 an inner-city prenatal care clinic. | pregnant women in a number of ways. The at follow-up, with no group

participants in the control group were administered a
series of questions about television show preferences
and viewed a brief series of videos of popular
entertainers/shows. Also, they were given a brochure
specifically designed to facilitate reductions in drinking
during pregnancy. Follow up at | month

differences;

however, birth weights for infants
born to women in the intervention
group were significantly higher
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Hutton et | USA Randomized 426 women (18—44 years of age) | Participants received a two-session counseling model, | The outcome data from this
al, 2014 control trial were enrolled at two STD clinics | two booster phone calls and one contraception visit. demonstration project show that
Follow-up visit at 3 and 6 month Project CHOICES can successfully
be translated into the STD clinic
setting and is effective.
Osterman | USA Randomized Pregnant women who drank any | Women randomized to the Ml group received a one- | Ml was not found effective in
etal, 2014 control trial amount of alcohol in the time session of Ml which lasted approximately 30 decreasing alcohol use, low
previous year (n=122) were minutes. Follow at 30 day post-baseline and 30 day levels of reported alcohol use
randomized to an intervention postpartum
or comparison group.
Osterman | USA Randomized | 67 pregnant women who The Ml intervention based on the four principles of MI was not found effective in
and control trial reported previous-year Ml—establishing empathy, developing discrepancy, decreasing prenatal drinking
Dyehouse alcohol use were randomly rolling-with resistance, and supporting self-efficacy behaviors
2012 assigned to an Ml intervention lasted-approximately 30 minutes. Both groups were
or comparison assessed-at-baseline-and-4- to 6-week follow-up for
group alcohol luse and mechanisms of behavior change
Educational — —
Boulter, USA Non- 642 students (267 males, 375 40 minutes presentation, presented in a series of Increased middle school and high
2007 randomized females) from five different sequential steps. Follow-up reported at school students' knowledge Of the
controlled middle schools and one high six|weeks effects of alcohol consumption
trial school during pregnancy.
LaChausse, | USA Longitudinal I 14 culturally diverse ryouth Teen peer-educators-used the Fetal Alcohol Spectrum | The program increased
2008 quasi- Teaching and Research Awareness Campaign participants’ knowledge regarding
experimental (FASTRAC) to teach their fellow students. The FAS but had no significant effect on
design (two FASTRAC intervention solely consisted of this 45- participants’ attitudes, beliefs about
groups) minute PowerPoint presentation. No additional the dangers of FASD or intention
learning activities or materials were used. to use alcohol during pregnancy.
Follow up reported at | week
Toyama Japan Pre-post-test | 257 pregnant women were Participants were asked to read tailored and non- Our follow-up survey after delivery
and Sudo, design divided into three groups tailor educational leaflets on FASD. Follow-up at 3 to | showed that women retained their
2013 (tailored leaflet [84], non-tailor 4 month knowledge for a long time after
leaflet [102] and control group reading the leaflets
[71])
Social
De Vries South Prospective 67 women (pregnant women) Self-Administered Questionnaire (SAQ) and the Alcohol consumption drops
etal, 2013 | Africa study between ages |18 to 40 years Alcohol Use significantly when compared before
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who are at high risk for bearing
a child with FASD

Disorders ldentification Test (AUDIT) were used to
assess alcohol use. Follow up reported at 6, 12, and
I8 months respectively

pregnancy to the second and third
trimesters

Montag et | USA Randomized | 263 women American of Baseline, web-based and follow up questionnaires Randomization to the SBIRT did
al,, 2015 control trial Indian/Alaska Native (AIAN) were used to access information on birth control use | not result in a significantly different
descents were recruited and alcohol consumption. Follow up reported at |, 2, | change in risky drinking behaviors
and 6 months
May etal,, | South Prospective 41 women (pregnant women) The Alcohol Use Disorders Identification Test Case management was particularly
2103 Africa study between ages 18 to 40 years (AUDIT) was used to access the drinking problem. valuable for pregnant women, as
who are at high risk for bearing | The Happiness Scale and Psychological Pain were used | statistically significant reductions in
a child with FASD to access the participants’ mental health. alcohol risk were obtained.
Blood-Alcohol Concentrations (BAC) were estimated
by the-BACCUS technique.
Follow-up-reported-at'6,12, and |8 months
respectively.
Wilton et | USA Randomized Women between the ages-of 18- |-A-timeline-follow-back-(TLFB) methodology was used | Telephone-based brief intervention
al, 2013 control trial and 44 who were drinking above | to document the alcohal consumption and sexual may be equally successful and cost-
recommended levels intercourse of participating women. effective in reducing the risk of an
Follow up reparted at/6 months alcohol-exposed pregnancy and
thus fetal alcohol syndrome.
Rasmussen | Canada Retrospective | 70 women between the ages of | Clients were then assigned a program mentor who The First Steps program
etal, 2012 analysis 18 and 41 began to build a relationship with the client. Mentors demonstrated promising outcomes
collected additional intake assessment data within the | for women at-risk for giving birth
first few weeks of the priogram (including Needs to a child with FASD
Assessments and Goals Assessments). Follow up
reported up to 28 months
Floyd et al., | USA Randomized 830 non-pregnant women, aged | The intervention was delivered over 14 weeks, with Brief motivational intervention can
2007 control trial I8 — 44 years approximately 2 to 3 weeks between sessions. The reduce the risk of an AEP.
counseling sessions and the contraception
consultation visit were each 45 to 60 minutes.
Hanson et | USA Survey I19 American Indian women The participants were asked to respond to the Likert- | The finding indicated that the
al, 2012 of childbearing age (18-44) scale questions regarding the media campaign. No campaign decreases the
follow-up Reported participants’ drinking behaviors.
Hanson et | USA Pre-post-test | A total of 193 non-pregnant Interventionists provided 2 or 4 CHOICES sessions, Findings showed a significant
al,, 2017 design American Indian women per the preference of the site and stakeholder input. decrease in AEP risk from baseline

enrolled in the OST CHOICES

at both 3- and 6-month follow-ups.
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Program, and all were at risk for
AEP because of binge drinking
and being at risk for unintended
pregnancy.

The sessions were held approximately | to 2 weeks
apart. Follow up reported at 3 and 6 months

Letourneau | USA Dichotomized | 89 women who identified as The Timeline Followback (TLFB) was used to assess The finding showed at the 6-month
etal, 2017 control trial Hispanic between the ages of daily drinking and follow-up, two thirds (66
|8-46 years The Quick Drinking Screen (QDS) was used to %) of all Hispanic women had
measure alcohol use and collect aggregate drinking reduced their overall risk of an
data. AEP, primarily by practicing
Follow up reported at 6 months effective birth control.
O’Connor | USA Randomized 345 pregnant women who were | Participants received brief intervention consisted of Increased individual’s motivation to
and control trial participants in the Public Health |0-_to-l.5-minute sessions of counseling by a change unhealthy behavior.
Whaley, Foundation Enterprises nutritionist;- whoused a scripted manual to guide the
2007 Management Solutions Special intervention.
Supplemental Nutrition Program || Follow up reported at 3™ trimester of the pregnancy.
for Women, Infants, and
Children
Hanson et | USA Descriptive 231 non-pregnant American Participants responded to drinking and contraception | The intervention was successful in
al, 2013 longitudinal Indian women questions through the telephone and then received modifying self-reported drinking
study intervention materials via mail. Follow up reported at | and contraception behaviors.
3,6, 9, and 12 months
Farrell- USA Prospective Women between the ages of 18 | The intervention was conducted during one 60-min Remote delivery of intervention
Carnahan and 44 years who drink and. who'| telephone call and consisted of the EARLY was feasible, and the translated
etal, 2013 also have sex intervention translated into a mail and telephone- remote intervention may reduce
administered format. AEP risk
Follow up reported at 3 and 6 months
France et Australia | Randomized 354 women of childbearing age Intentions and confidence were measured by single- Finding provides important insights
al, 2014 control trial who were not pregnant item questions that were measured on a five-point into the components that enhance

(n=354) and |16 pregnant
women

scale. The AUDIT-C alcohol screening tool was used
to access the drinking problem.
No follow Up reported

the persuasiveness and
effectiveness of messages aimed at
preventing prenatal alcohol
exposure
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Dresser et | USA Pre-post-test | Experimental (n = 148) and Each person attending the 2-hour training session Supplemental responsible beverage
al,, 2011 (two groups) | comparison (n = 183) licensed received a stipend and a laminated card with FAS facts | service training for alcohol can be
alcohol establishments staff. and strategies for servers. effective in reducing the serving of
1330 alcohol servers were Follow up reported at |, 6, and 12 months alcohol to visibly pregnant women.
provided comprehensive FAS
prevention training
Chersich South Pre-post-test | 809 children were enrolled A pamphlet and poster were designed and Universal prevention might reduce
etal, 2012 | Africa design distributed everywhere in the community. FASD by ~30% and have
Regular articles focusing on FASD prevention were population-level effects.
published in local community newspapers. Follow up
reported at 9 and |8 months
Tenkku et | USA Pre-post 458 women between the ages of | The intervention was designed using tailored Mail and online versions of the
al,, 2011 intervention I8 and 44 who were at risk for | motivational messaging and consisted of four intervention were equally
an AEP were eligible for modules—Where-Am | Now, Decisional Analysis, successful at reducing the risk for
participation Goal-Setting-and'Planning, and Overcoming Barriers. an AEP
Follow up reported at 4 months
May etal,, | USA Non- 72 women with an average age— |- Two field-staff members.(a prevention site manager 70% of the women who were not
2008 randomized of 25 years and a case manager) were hired at each of the four currently pregnant were protected
prevention communities to carry out all three levels from having a child with FAS by not
of the prevention activities. Follow-up at 6, 12, 18, and | drinking, using birth control, or
24 month both Enhanced CM can be an
efficacious intervention for women
at high risk for births of children
with an FASD.
Ingersoll et | USA Randomized Sexually active women, ages 18— | EARLY was a 60-minute, face-to-face, individual, one- | All interventions were associated
al, 2013 control trial 44, at risk for AEP (N=217) session, Ml plus‘assessment feedback counseling with decreased DDD, ineffective

were randomized to
motivational interviewing plus
assessment feedback (EARLY),
informational video, or
informational brochure
conditions.

intervention. Participants in the informational video
condition viewed three videos about women and
alcohol misuse, AEP and FASD, and general women'’s
health. Participants in the informational brochure
condition received informational brochures with
content on FASD, contraception options, and local
women’s health, mental health, and substance abuse
treatment agencies. Follow-up at 3 and 6 months

contraception rate, and AEP risk
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Russell et USA Pre-post-test | 239 youth and adult Hispanic Participants received four counseling sessions and one | FASD Prevention Program
al, 2017 females, ages |5 — 44 years contraception visit. Follow-up at 12 month demonstrated increased
participants who were receiving effectiveness of birth control use
substance use intervention and decreased use and abuse of
and/or treatment services from alcohol.
at least one of seven different
programs operated by a single
non-profit social services agency
Management intervention
Clinical T T
Nguyen et | USA Randomized, | 55 children between age 5 to Participants in the choline group received 625 mg The finding shows the current
al, 2016 double-blind, | 10years participated. Choline (n | | choline/d for 6 weeks, whereas subjects in the placebo | study does not support that
placebo- = 29) or placebo (n = 26) group received an equivalent dose of an inactive choline, administered at a dose of
controlled treatment arms. placebo-treatment--No-follow-up reported. 625 mg/d for 6 weeks, is an
clinical trial effective intervention for school-
aged (5-10 y old) children with
FASD.
Zarnegar USA Pre-post-test | Children’s ages ranged from 10 Children and caregivers received Child-Parent Findings show that children’s
etal, 2016 design to 53 months. Psychotherapy (CPP), and caregivers also received adaptive, motor, communication,
Caregivers’ ages were between Mindful Parenting Education (MPE). Follow-up and cognitive skills have improved
32 and 58 years reported at 6 month in a short amount of time.
Wozniak USA Double-blind, | Children (2.5-5 years at Children with FASD (n = 60) who received 500 mg Finding shows that the
etal, 2015 randomized, enrollment) with FASD (n = 60) | choline or a placebo daily for 9 mo. Outcome administration proved feasible, and
placebo- who received 500 mg choline or | measures were Mullen Scales of Early Learning choline was well tolerated.
controlled. a placebo daily for 9 months (primary) and the elicited imitation (El) memory

paradigm. No follow-up reported.
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Wozniak USA Double-blind, | 20 children ages 2.5—4.9years Participants were randomly assigned to 500 mg. The finding shows that choline
etal, 2013 randomized, | Participants were randomly choline or placebo daily for nine months (10 active; 10 | supplementation at 500 mg per day
placebo- assigned to 500 mg. choline or placebo. No follow-up reported. for nine months in children ages 2—
controlled. placebo daily for nine months 5 is feasible and has high
tolerability
Wilezynski | Poland Pre-post-test | 20 children (14 boys, 6 girls) 9 school-term months of treatment, general scholastic | The finding shows significant
etal, 2015 design aged 4-5 years tests, teacher and parent questionnaires, classroom cognitive improvements in specific
observations and specific language and literacy tests areas targeted by classroom
were administered to the participants. No follow-up interventions
reported.
Yazdani et | Canada Dichotomized | Mother with alcohol used during | Children were tested on either the BSID-IIl or This pilot suggests that early
al., 2009 control trial pregnancy (n=28) and Mother WPPSI-IIl assessment tool. No follow-up reported intervention may mitigate some of
without alcohol used during the well-described damages caused
pregnancy (n=10) by heavy in utero alcohol
exposure.
Kable et Ukraine Randomized Women of moderate to heavy Alcohol-using and nondrinking women were Multivitamin/mineral
al, 2015 controlled drinking (n = 301) and randomized to-one of-three multivitamin/mineral supplementation can reduce the
trial low/unexposed (N = 313) supplement groups: none, multivitamins/minerals negative impact of alcohol use
(MVM), and multivitamin/minerals plus choline. during pregnancy on specific
Children (N = 367) were tested at 6 months with the | developmental outcomes
Bayley Scales of Infant Development (2nd ED. Follow-
up-reported-at-6-months
Connolly USA Case study One child (3years 10 months) The child receivedl5-hn of intensive one-on-one Finding the indicated rapid skill
etal, 2016 applied behavior analysis (ABA) therapy each week for | acquisition across several areas of
23 months. functioning.
Reported follow-up at 9 month
Nash et al., | Canada Randomized Twenty-five children aged 8-12 Children received 12 One hour sessions over |4weeks | The result shows EF disabilities in
2015 control trial years diagnosed with an FASD treatment specifically designed to target self- children with FASD can be
were assigned in alternating regulation, a component of executive functions (EF). remediated through a targeted
sequence to either an immediate | Reported follow up at 6 months. treatment approach aimed at
treatment (TXT) or a delayed facilitating self-regulation skills.
treatment control (DTC) group
Soh et al, Canada Randomized Twenty-nine children with FASD | All received a structural MRI scan and baseline Results suggest that Alert led to
2015 control trial were assigned to either an neuropsychological testing, following which the TX improvements in post-intervention

immediate-treatment (TX) or
delayed-treatment control
(DTC) group (DTQ).

group underwent |2 weekly 1.5-h sessions of the
Alert Program for Self-Regulation. After treatment or

testing of self-regulation skills and
typical brain development in
treated children.
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a period of 14 weeks, all received a repeat scan and
post-intervention testing.
Keiver et Canada Randomized Twenty-six children (ages 6-14) | The treatment group participated in 8-weeks motor Cortisol levels were significantly
al, 2015 control trial years with FASD (treatment) skills intervention—consist of two |.5-hour sessions higher in the afternoon and at
and twenty 24 children without | per week for 8 weeks. Pre/post-testing bedtime in children with FASD
FASD (Control) (ages 6-14) with confirmed prenatal exposure
years to high levels of alcohol, compared
with Control children or children
with FASD with exposure to low
or unknown levels of alcohol.
Nash et al., | Canada Randomized Twenty-one children with FASD | Participants received 12 individualized 1.5-h weekly Findings suggest Alert® does
2017 control trial aged 8—12 years were sessions that provide program-specified activities improve functional integrity in the
randomized to the Alert® focusing.on emotion sensitization and recognition, neural circuitry for behavioral
treatment (TXT; n = 10) or behavioral regulation, and social problem solving. regulation in children with FASD.
waitlist-control (WL; n==I})
conditions.
Doig etal, | Canada Retrospective | 27 children with FASD. Data were extracted from the medical records of 27 Findings suggest that inattention
2017 study Participants were primarily male ' | children with FASD who had been referred may be less responsive to ADHD
and ranged in age from 5 years |6 | to an ADHD medication service medication.
months to 14 years 5 months.
Educational i
Coles et USA Randomized Children between the age of 3 Theaverage duration-between Pre-test and Post Test | Findings show that the current
al., 2009 control trial to 10 years with FASD, their 2 was about |3 months study provides evidence that the
caregivers and teachers For:mathematics, intervention families were initial results were not transitory
participated in the programme. randomized to either the math intervention group or | a5 might be a concern for such a
87_ children were recruited, 61 the standard psychoedgcational treatment c.ontrast. short-term intervention. And, it
f:hlldren Pamapatgd in the Standard psxchoeducatlonal treatment con5|.sted ofa appears that providing parents with
intervention, 56 children comprehensive neurodevelopmental evaluation and . . .
. . . . appropriate tools for working with
completed study | post testing assistance with educational placement and Lo .
and 54 children participated in development of the individualized educational plan thellr.chlldr.'en can result .|n )
the study 2 post testing within the context of their home school. In addition significant improvement in child
to these services, those in the math intervention behavior in both home and school.
group received 6-weeks of tutoring services. Follow-
up reported at 6 months
Kerns et Canada Quasi- I2 students were identified and | The intervention program was delivered via a laptop Results show improvement in
al,, 2010 experimental | enrolled in the study. The final computer for adopted parents and teachers. They cognitive performance in children
design sample was comprised of 10 with FASD on measures of
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children (six males, four females)
Two dropped out.

returned the short follow-up evaluation questionnaire.
No follow-up reported.

distractibility, sustained attention,
divided attention, working
memory, math, and reading.

Jirikowic et | USA Randomized 29 children with FASDs, aged 8 Children with FASD received STABEL training in a Preliminary results support
al, 2016 control trial years to |5 years 8 months university laboratory, or home, or were controls. The | improved sensory adaptation,
Movement Assessment Battery for Children—2nd balance, and motor performance.
edition (MABC-2) and Pediatric Clinical Test of
Sensory Interaction for Balance—2 (P-CTSIB-2) were
analyzed by group (lab, home, and control), session
(pre-STABEL, |-week post-STABEL, and |-month
post-STABEL), and group-by-session interaction.
Reported follow-up after | week and | month
Adnams et | South Randomized 65 third grade, nine-year-old 9 schoel-term months of treatment, general scholastic | The finding shows significant
al., 2007 Africa control trial children tests,teacher.and-parent questionnaires, classroom cognitive improvements in specific
observations-and specific language and literacy tests areas targeted by classroom
were administered to the participants. No follow up interventions.
reported
Kable et USA Pre-post-test | 61 children 3 to 10 years of age | | Children received a neurodevelopmental evaluation to | Finding reveals psych educational
al,, 2007 design assist with their educational planning. Testing was the program may help to
done over 2 days, requiring approximately 4 to 5 remediate deficits associated with
hours to complete. No follow-up reported. prenatal alcohol exposure.
Kable et USA Randomized Children (n=30), ages 5 to 10, Children assigned to one of the two intervention The result showed that children
al, 2016 control trial with FASD were recruited and groups-attended 5;: | -hourrlong individualized who received computerized
randomly assigned to one of computer instructional sessions while their parents instruction consistent with the
three groups. were being trained. No follow-up reported. parent training demonstrated
greater self-regulation
improvements than those receiving
incongruent computerized
instruction
McCoy et | USA Pre- and Eleven children with FASD and Children completed 30 minutes of STABEL training. Children with FASD showed higher
al, 2015 post-test I'l children with TD, aged 8 to The children answered questions about their entrainment gain to vestibular
design 16 years experience using STABEL. No follow Up reported. stimuli
Kerns et Canada Pre- and 10 Children (ages 6—13) Game-based process specific intervention as a EA provides children with
al, 2017 post-test potentially effective instruction in metacognitive

treatment and useful tool for supporting cognitive
improvements in children with
FASDs. No follow-up reported

strategies to improve gameplay,
with participants completing
approximately 12 hours of training
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over an 8 to |12 school week
period.

Coles et USA Randomized 30 Volunteer families were randomly assigned to | of 3 Result suggests that GoFAR game
al, 2015 control trial children between the ages of 5 groups: (i) GoFAR; (ii) FACELAND; or (jii) supported positive behavior change
to 10 years CONTROL. GoFAR group received instruction viaa | and effective in reducing disruptive
computer program that was designed specifically for behaviors.
the intervention, the FACELAND group received
instruction via a computer program, and the control
group received no interventions. No report on the
long-term effect of the intervention.
Wells et USA Randomized | 78 children between 6 to 11.9 Caregiver and child groups lasted approximately 75 The findings show improving
al, 2012 control trial years participated in the minutes and were conducted concurrently by executive functioning and
program. 40 children in the doctoral- and masters-level therapists, including an emotional problem-solving in
treatment group and 38 in the occupational-therapist for 12 weeks. The Behaviour children with FAS or ARND.
control Rating-Inventory of Executive Function was used to
measure indicators for executive functioning. The
Roberts-Apperception-Test for Children was used to
measure adaptive and maladaptive functioning Follow-
up measures were administered 7 months after
enrolment.
Keil etal., | USA Randomized 100 children (51% male) with The Social skills intervention improves
2010 control trial PAE between the ages of 6 and CFT group received |2 sessions, of 90 minutes in deficits in social information-
12 years length, delivered over the course of 12 weeks. 3- processing among individuals with
month follow-up reported. PAE.
O’Connor | USA Randomized 54 adolescents participated. 18 The intervention consisted of 6, 60-minute sessions The finding shows a reduction in
etal, 2016 control trial were classified moderate/light delivered over the course of 6 weeks. Caregivers and | alcohol use and its negative
drinkers and 36 were classified adolescents attended separate but concurrent consequences in adolescents with
as abstinent/infrequent drinkers | sessions. Reported follow-up at 3 months. FASD who were more
experienced in the use of alcohol.
Schonfeld USA Randomized 100 children between the ages Children in the CFT group received |2 sessions, 90 The objective was achieved. Finding
et al,, 2009 control trial of 6 and 12 minutes in length, delivered over the course of 12 shows the ability to control

weeks. Following a 12-week waiting period, children
in the DTC group received treatment identical to the
CFT group. No follow Up reported.

impulses, solve problems flexibly,
and monitor emotional responses
significantly predicted improvement
in social skills and reduction in
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problem behaviors following
Children’s Friendship Training

(CFT)

Cole etal, | USA Randomized 32 children (ages 4-10 years) Played a virtual reality game of fire safety and street Children showed significantly
2007 control trial with FAS or pFAS. 16 children safety. Follow-up test at | week better knowledge of the game to
allocated to street safety and 16 which they were exposed,
to fire safety computer games, immediately and at follow-up
Loomes et | Canada Randomized 33 children previously diagnosed | Experimental group-rehearsal training across 10 days. | Experimental group showed
al., 2008 control trial with ARND, neurobehavioral, or significant increase in digit span
static encephalopathy. |7 scores over the 3 sessions
Experimental, 16 controls; Age compared to the control group
ranges from 4 to || (mean age
of 7 years)
Clark et Canada Randomised Treatment group (6 teachers Teachers received-professional development focused | Substantial improvements in
al, 2014 control trial and 7 children). Comparison on-classroom-environment over one school year. adaptive skills and substantial
group (6 teachers and They partook in 2 full-day and 4 half-day workshops decreases in school problems as
6 children). The students-were and-weekly. mentor—teacher meetings. Pre-, reported by the teachers
diagnosed with FAS. Age ranges | | mid- and post-testing
from 6 to 12 (mean age of 7)
Social |1 O
Leenaars USA Retrospective | 186 families parenting at'least Participants rate Needs'and Goals and Stress Scale Result reveals a significant decrease
etal, 2012 case analysis | one child with FASDs! and Client Satisfaction-Surveys. No follow up in caregiver stress from pre- to
Mean age was 46 years (Range reported post-program a significant decrease
24-69 years). 30% of the in needs and increase in goal
caregivers were foster parents, attainment from pre- to post-
23% adoptive, 19% biological program
mother or father, 15% kinship or
a biological relative, and 9%
were permanent guardianship
order
O’Connor | USA Randomized Of the 85 children were Both the CFT and the SOC conditions consisted of 12 | The result showed children
etal, 2012 control trial recruited 4| were assigned to sessions, of 90 minutes each, delivered over the participating in CFT showed

the CFT condition and 44 were
assigned to the SOC condition.
Of that number, 67 children
(CFT, n = 32; SOC, n = 35)
completed the |2-week study

course of 12 weeks.
No follow Up reported.

significantly improved knowledge of
appropriate social skills, improved
self-concept, and improvements in
parent-reported social skills
compared to children in the SOC
condition.
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Petrenko USA Randomized 56 children (6—13 years) with EU was measured by the Kusche Affective Inventory- | Treatments targeting emotional
etal, 2017 control trial FASD Revised (KAI-R25), as part of a larger test battery. understanding (EU) may benefit
Follow up reported at |7. 64 months children with FASD as components
within a comprehensive, tailored
intervention focused on child self-
regulation and caregiver behavior
management.
Reid et al, | Australia | Mixed Three families with FASD Families attended | to 2 hours weekly or fortnightly The result provides preliminary
2017 method children. Age ranges from 9 to session. 86-item support for the feasibility of an
12 years Behaviour Rating Inventory of Executive Function adapted version of the PuP
was used to evaluate program.
Children’s executive functioning abilities in their daily
activities. The 64-item Youth Outcome Questionnaire
—parent-report-was-used as a repeated measure to
evaluate the children’s psychosocial distress.
Parents were an interview.
Follow up was reported at 3 months
Petrenko USA Randomized 30 children with FASD or The 30-week intervention integrates scientifically Findings suggest that the Families
etal, 2017 control prenatal alcohol exposure (PAE) | | validated bimonthly, in-home parent behavioral on Track Program
trial (ages 4 to 8) and their primary consultation, and weekly child skills groups. Follow-up | had the largest impact on the child-
caregivers were enrolled. reported at 9 months related outcomes of emotion
regulation and self-esteem
Millians USA Case Study Five children between the ages The program occurred for 20 Saturdays from The program showed clinically
and Coles, of 10 to 13 years. With'FASD:or ||'September 2005 through.May 2006. All of the children | significant gains in learning and
2014 suspected participated in the were administered the Matrix Analogies Test, academics.
program Expanded Form (MAT: EF)
Two children were administered the Test of Reading
Comprehension, Third Edition (TORC-3). The Test of
Word Reading Efficiency (TOWRE) was administered
One child was administered the Gray Oral Reading
Test, Fourth Edition. One
Wechsler Individual Achievement Test, Second
Edition (WIAT-II). Reported follow-up at émonths.
Kable et USA Randomized 60 participants 60 participants were randomly assigned to one of the | The finding shows that MILE was
al,, 2015 control trial three treatment groups: the MILE program well-received and effective in

administered at a specialty care center (Center MILE)
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or in the community (Community MILE), or to parent
math instruction only (Parent Instruction).

Children received a neurodevelopmental evaluation to
assist with their educational planning. Testing was
done over 2 days, requiring approximately 4 to 5
hours to complete.

producing positive treatment
outcomes.

Pomeroy USA Pre- and 338 CASA A three-hour online FASD training on CASA workers' | The results support the potential
and post-test volunteers and staff from 55 knowledge of FASD and their comfort and confidence | of this online training to enhance
Parrish, design CAGSA locations in Texas, in identifying children with FASD for referral, CASA volunteers' ability to help
2013 advocating for them, and linking. No follow up children with FASD
reported

Hanlon- Canada Randomized Twelve caregiver-child dyads The family received behavioural assessment and Parents also showed an
Dearman controlled completed the FASD adapted interventions.focused on education regarding PAE improvement in their ability to
etal, 2017 trial. COS intervention. Children’s related-challenges; as-well'as proactive and reactive attend to their child’s cues

ages ranged from behavioral intervention strategies. Follow-up reported

2-5 years at 3 months.
Kable et USA Randomized 76 parents of children with FAS ' ' | Community standard received information only, All groups reported improvement
al, 2012 controlled or pFAS (24 community workshop and Internet group received 2 x 2 hour in knowledge of behavioral learning

trial standard; 23 workshop; 29 sessions on behavior, information, and advocacy. principles. Internet and workshop
Internet training). Mean age of 7 groups reported significant
years improvement in knowledge of
FASD and parent advocacy.

Pelech et Canada Cohort 182 participants. 98 children and /| Promising practices enhanced child welfare practices Significant decline in number of
al, 2013 analytic youth in care (intervention to improve placement stability. Tracked placement placement changes among children

group) and 84 (comparison changes 'during 15-month. period prior and in the intervention group

Group). The participants were compared to placement changes during project

either diagnosed or suspected of | implementation

FASD. Mean age is | | years
Denys et Canada Retrospective | 24 Parents with FASD or Step-by-step—3-year program; mentors work with Significant reduction in client’s
al, 2011 case-file suspected FASD (| male, families to help access support and services. needs (e.g., housing,

analysis 23 female). Age ranges from financial issues, mental health

19 to 47 range. (mean age of 30
years

issues, addiction) and significant
increase in client’s goals (e.g.,
parenting, personal skills
management, assessment, self-care
and health)
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SECTION Il

DEVELOPMENT AND IMPROVEMENT OF PROTOTYPE
GUIDELINE

This section encompasses the phases two and three of the study. It consists of only one chapter.
The information gathered from the four studies in section Il was used to develop a draft guideline. We
used the draft to engage with local and international experts re FASD management and prevention.
They provided guidance and comments to improve the prototype. After that, we invited the experts on
FASD to participate in a modified Delphi approach to finalise the guidelines. The refined prototype
was converted into statements and the-experts-rated these statements on a 5-point Likert scale in two

rounds. The data generated from the above exercises formed the-chapter six.
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CHAPTER SIX

A Guideline for the Prevention and Management of Fetal Alcohol Spectrum Disorder in South Africa:
A modified WHO’s approach to guideline development. BMC Health Services Research (Under
review)

Abstract

Background: Fetal Alcohol Spectrum Disorder (FASD) is a severe public health problem globally,
with South Africa having the highest prevalence. Government programmes to prevent and manage
FASD remain limited because of the lack of a specific policy. Therefore, we developed a guideline to

inform policy on the prevention and management of FASD in South Africa.

Methods: We applied a modified version of the World Health Organization’s approach to guideline
development in three phases. In the first phase, we designed the initial guideline prototype. To do this,
we conducted an in-depth interview with policymakers and-a focus group with relevant service
providers on policy requirements far FASD, a document review, of policies on FASD and a scoping
review of various interventions for'FASD. In phase 2, we refined the initially formulated guideline
prototype through a discursive approach with seven local and international experts on FASD. Phase 3
involved refining the prototype using a modified Delphi approach. Forty-three and forty-one experts
participated in rounds 1 and 2 of the Delphi approach, respectively. The acceptable consensus for each

included policy statement was 85%.

Results: We identified three aspects of the proposed guideline, which are the approaches and guiding
principles, the prevention measures and the management measures. The guideline proposes that a

FASD policy should consider lifespan needs, be culturally diverse and sensitive, collaborative,

238



evidence-based, multi-sectoral and address social determinants of health contributing to FASD. The
essential components of FASD prevention policy consist of awareness and education of the dangers
of drinking alcohol, access to treatment for alcohol problems and training of service providers. The
management components include capacity building related to diagnosis, educating parents re the needs
and management, appropriate referral pathways, training of teachers re classroom management, and

support for parents and individuals with FASD.

Conclusion: FASD in South Africa deserves urgent attention, developing a specific policy to guide
programmes could enhance and coordinate the efforts towards preventing and managing FASD. The
guideline has the potential to assist policymakers-in-the-development of a comprehensive and multi-
sectoral policy for prevention and management of FASD, considering the consensus obtained from the

experts.
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Introduction

Globally, one in every thirteen alcohol-exposed pregnancies results in a Fetal alcohol spectrum
disorder (FASD) [1]. In 2017, the global prevalence of FASD was 8 per 1000 children and youth [1].
In 2016, the Foundation for Alcohol Related Research (FARR), estimated that six million individuals
were affected by FASD in South Africa [2] ranging from 29 to 290 per 1000 live births [3]. The
prevalence of FASD varies from one province to another, with the Western Cape and Northern Cape
provinces the most affected. In 2017, the prevalence of FASD in Grade 1 pupils in the Western Cape
was estimated to be 196 to 276 per 1000 [4], while in the Northern Cape the prevalence was estimated

at 63.9 per 1000 Grade 1 pupils in 2015 [5].

FASD is considered a hidden disability. because there are in most cases no noticeable physical
manifestations [6-9] thus increasing the chances of missed diagnosis or misdiagnosis [10-13].
Misdiagnosis and missed diagnoses prevent individuals from accessing early and appropriate services
[14]. To diagnose any of the FASD (fetal alcohol syndrome {FAS}, partial FAS, {PFAS}, alcohol-
related neurodevelopmental disorder { ARND} and alcohel-related birth defects {ARBD}), individuals
must meet all or some of the range of identified criteria [15-17]. " These criteria include documented or
undocumented prenatal alcohol exposure, prenatal and or postnatal growth deficiency, deficient brain
growth and neurobehavioral impairment — with or without cognitive impairment [15-17]. The
requirements for prevention, diagnosis and management suggests a multi-sectoral approach [3, 7, 18—

21].

While the South African government endeavours to address the high prevalence of FASD, its
responses through policy have not been adequate [22, 23]. Despite the availability of context-relevant
evidence-based interventions such as case management and universal prevention approaches to prevent
FASD [24, 25], there is a lack of policy and resources to guide the expansion and implementation of

these interventions to many parts of the country. There is evidence that current prevention and
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management interventions are informed by genetic-related and other generic policy documents [19,
26]. For instance, the Human Genetics Policy Guidelines for the Management and Prevention of
Genetic Disorders, Birth Defects and Disabilities and the Mini Drug Master Plan covers FASD as a
genetic disease. The National Department of Health also recognises FASD as one of the ten focal
genetic conditions. The Western Cape government has listed FASD as a provincial health priority in
its services regarding birth defects [27]. Because these documents reflect FASD in a generic manner,
they do not support the holistic and comprehensive (multi-sectoral) approach required to address

FASD [23, 28, 29].

In addition to the efforts of the South African national and provincial governments, non-profit
organisations (NPO) provide various levels of contributions to address FASD in South Africa. The
South African government provides'partial-funding-to-some-of these organisations. These organisations
function mainly in the Western Cape, though they have a presence in other provinces, especially
Northern Cape and Eastern Cape. FARR, far example, provides services such as mentorship, creating
social awareness, providing education and training programmes, conducting medical and psycho-
social FASD-related research and providing support and diagnostic services [30]. FASfacts, as an
NPO, offers FASD prevention programmes through experiential learning, advertising campaigns using
churches, films and theatres to pass FASD messages and mentoring of pregnant women [31]. These
organisations obtain funding from the government by aligning their programmes to the existing generic

policies.

Different approaches have been proposed to develop relevant and effective FASD policies. One
such approach proposed to prevent and manage FASD, is the decolonisation policy discourse [32].
The proponents of the decolonised policy discourse advocate that women should be seen as victims of
the FASD problem, not as perpetrators [32]. They also propose that the socio-economic and socio-

political circumstances that predispose women to alcohol consumption during pregnancy, which may
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lead to FASD, should be addressed [32]. Other proposed approaches are the comprehensive
(addressing all factors); inclusive (involving all sectors and all levels of the government); and the
human rights-based approach (acknowledging the principles of non-discrimination, participation,
inclusion, equity and access) [33]. A women-centred approach, which considers the needs of women
in all aspects of design and delivery, including the location and accessibility of services, staffing,
programme development, content and materials has also been proposed [33]. We propose that for an
FASD policy to be truly comprehensive and multi-sectoral, all the above approaches should be

scrutinised.

Having a multi-sectoral and comprehensive policy [19, 34], as demonstrated by the Canadian and
Australian governments [33, 35, 36], has the potential to coordinate existing and new approaches and
programmes for preventing and managing FASD.-In-South-Africa,- government programmes to address
FASD remain limited partly because of the absence of a poiicy to inform prevention and management
[27]. To this end, we sought to develop a guideline tojinform the design of a comprehensive and multi-

sectoral policy to address FASD in South Africa [37].

Methods

In developing the guideline for the prevention and management of FASD, we adapted the World
Health Organization’s (WHO) approach (steps) as outlined in the study protocol [37]. We organised
the steps proposed by the WHO [38, 39] in three phases. The first phase entailed designing the initial
guideline prototype. In Phase 2, we refined the initially formulated guideline prototype. Phase 3

involved testing and confirming the refined prototype using a modified Delphi approach.
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Phase 1: Designing the guideline prototype

We conducted focus group discussions with service providers and in-depth interviews with
policymakers to identify policy requirements for FASD in South Africa [23, 28]. The service providers
included educators, health and allied health professionals as well as social service professionals
providing services to women, especially pregnant women or individuals with FASD or related
conditions. The policymakers included individuals working in the Departments of Social Welfare,
Health and Education on FASD-relevant issues or related conditions. The service providers and the
policymakers were asked various questions regarding current practices and interventions and policy

requirements for FASD.

In addition to the focus group discussions-and-in-depth interviews, we conducted a document
review. We identified clauses of FASD policy invarious South African related policy documents [26].
We searched databases (PubMed and Google search engines) and the websites of South African
national and provincial departments. We used the following search terms: foetal alcohol spectrum
disorder, alcohol-related neurodevelopmental disorder, foetal alcohol syndrome, white paper, green
paper, policy, action plan, gazette. and South. Africa: Though, we used “foetal” for the search, it
includes documents with “fetal”. We also contacted the designated persons in the departments of
Education, Health, Social Development and Trade and Industry via emails to request other relevant

documents.

Furthermore, we conducted a scoping review to identify the prevention and management
interventions of FASD globally that could be included in the policy. We searched the following Ebsco
Host embedded databases: Academic Search Complete, ERIC, SOINDEX, Health Source. We also
searched the Nursing/Academic Edition, CINAHL, Medline and Psych-ARTICLES, Springer Links,
SAGE Journals and PubMed databases. The search terms used include foetal alcohol spectrum

disorder, foetal alcohol syndrome, alcohol-related neurodevelopmental disorder, alcohol-related birth
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defects, partial foetal alcohol syndrome, prenatal alcohol exposure, intervention, strategy, treatment,

programme, management, prevention and therapy.

Data obtained from the various sources were analysed using content and thematic and framework
analyses in the different studies. The findings from these studies were integrated towards developing

the initial guideline prototype using the framework indicated in Figure 1.

The

proposed
measures for Prevention
FASD measures

Management

INEISHIETS

prevention
and
management

UNIVERSITY of the
Figure 1: Heuristic classification fﬁg{ﬂqw_qrrlﬁ a@p@gd{o sg_mmafisg;the data

The information gleaned from the various sections as represented in the framework were then

rephrased into different statements to formulate a draft guideline.

Phase 2: Refining the initial guideline prototype

The draft guideline developed in Phase 1 was used to engage with seven international and local
experts (Table 1) for their opinions, comments and suggestions for improvement regarding each item
and the overall guideline prototype. These experts were purposely sampled based on their availability

and expertise. Emails were sent to them requesting their participation. We selected those who had
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experience in conducting FASD research and those who had been involved in developing FASD

policies.

Table 1: Characteristics of international and local experts

Type of expert Gender Position
International Female Professor
International Female Researcher
International Female Policymaker
International Male Researcher

Local Male Professor
Local Female Researcher
Local Female Lecturer

Following the engagement with the experts, we obtained a refined guideline prototype (Table
2).

Table 2: The prototype guideline for the prevention and management of the FASD policy

Approaches and guiding principles and approaches —the-proposed FASD policy should be...

Holistic

User- and caregiver-focused

Inter-departmental/multi-sectoral

Considerate of needs across the lifespan

Collaborative

Human rights-based

Based on a public health framework

Culturally diverse and culturally sensitive

Evidence-based

Woman/family-centred

Clear about referral pathways

Designed to avoid victim blaming

Cost-effective

Driven by behavioural economics

Education-related proposed prevention measure for FASD — the proposed FASD policy should...

Enhance awareness of the dangers of drinking alcoholic beverages during pregnancy in schools including colleges and
universities

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

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

Address stigma associated with alcohol abuse in educational settings

Facilitate training of teachers re the FASD prevention/awareness programme

Facilitate the development and implementation of FASD awareness programmes in schools (including colleges and
universities)

Facilitate the use of peer education for the FASD awareness programme in schools

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

Make school events alcohol-free

Discourage the establishment of liquor stores in the proximity of schools

Promote the education of young individuals about healthy pregnancy in schools

Health-related proposed prevention measures for FASD — should...
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Facilitate screening for alcohol use in clinics and hospitals

Encourage proper documentation of the alcohol history of women, especially pregnant women

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

Facilitate the education of individuals and couples re the dangers of drinking alcoholic beverages during pregnancy in
the pre-conception clinic

Facilitate the education of individuals and couples re 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

Facilitate training of healthcare professionals re FASD prevention

Facilitate 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 safe and appropriate alcohol use

Promote the use of contraceptives to avoid unplanned pregnancy

Community/social-related proposed prevention measures for FASD — should...

Facilitate public awareness re the dangers of alcohol abuse

Facilitate the education of all people in the community re the dangers of drinking alcohol during pregnancy

Facilitate the education of individuals and couples re the dangers of drinking alcohol during pregnancy

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

Facilitate the training of the community health/community-based workers and youth care/social workers re 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

Encourage awareness and education re 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 roadshows re FASD awareness
in the communities

Promote enforcement of liquor laws and regulation of shebeens to control accessibility and availability of alcohol in the
community

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

Provide smooth aftercare and community reintegration to people-who have attended alcohol rehab

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

Discourage all advertisements that link alcohdl te sport/other popular.community events/activities

Mandate labels on alcohol containers to contain information re the dangers of drinking alcoholic beverages during
pregnancy

Mandate that liquor stores display 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 re FASD prevention

Promote collaboration and the use of non-profit organisations (NPO) re FASD prevention

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

Promote the expansion and adoption of NPO evidence-based interventions re prevention in the community

Assist families to support individuals with alcohol-use problems

Education-related proposed management measures for FASD — should...

Facilitate the development of a curriculum that accommodates individuals with FASD

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

Promote skilled schools for learners with learning disabilities (including individuals with FASD) who are not benefiting
from formal education

Make provision for 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) who
are not benefiting from mainstream schooling

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

Health-related proposed management measures for FASD — should...
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Facilitate capacity building re diagnosis among health professionals

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

Make provision for 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

Make provision for integrated and individualised medical services for individuals with FASD

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

Community/social-related proposed management measures for FASD — should...

Provide skills training and empowerment programmes for those in need 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 judiciary system re FASD management

Facilitate 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

Make provision for 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 a structure and supportive environment at home, school and beyond

Phase 3: Testing and finalising the guideline

We conducted a modified Delphi approach to'improve the prototype guideline developed for policy

on FASD.

Development of questionnaire

The statements in the refined prototype developed in Phase 2 (Table 2) were used to design Likert
scale statements for the Delphi responses. We asked the respondents to rate their agreement with each
statement on a 5-point Likert scale (from ‘strongly disagree’ to ‘strongly agree’) whereby they could
answer ‘neutral” when they were not sure how to rate a statement. The questionnaire was divided into

three sections (principles and approaches to policy development, prevention considerations and
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management consideration) and three sub-sections (education, health and social aspects). The
participants were encouraged to provide further comments at the end of each section and sub-section.
The questionnaire was piloted among international and local experts working on the prevention and

management of FASD to ensure coherence, feasibility and validity.

Recruitment of the participants

Using purposive and snowball sampling techniques we obtained the study sample because a limited
number of people have experience and or expertise on FASD. First, we purposively recruited 15
participants (policymakers, teachers, social service professionals, researchers and allied health
professionals) as the seed participants. We-used the-following. criteria for selecting the first batch of
participants (i) having experience working—with-women (especially pregnant women) and or
individuals with FASD or related conditions, (ii) eéxperience in making or implementing FASD policy
or related conditions, and (iii) having-published-articles or-conducted FASD research or related
conditions. Second, we asked the 15 participants to invite .others: in their networks (snowballing).
Through purposive and snowball approaches, 43 participants:completed round 1 of the Delphi study.
We invited the 43 respondents who participated in round 1, and 41 completed the round 2
questionnaire. In Table 3, the characteristics of the participants in both rounds of the Delphi study are

shown.

Table 3: Characteristics of the participants

Characteristics Round 1(n=43) Round 2 (n=41)
Gender

Male I I

Female 32 30
Occupation

Social services provider 14 13
Researcher 9 9
Policymaker 12 I

Allied health and health 5 5
Teacher 3 3
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Highest level of education

High school I I

College 3 3

University 39 37
Years of experience

[-5 14 13
6-10 12 I
[1-15 7 7
|6 and above 10 10

Data collection

We created a Google form, which allowed the participants to respond online and invited them via
email to follow the link to this form. Participants were given an initial period of two weeks to respond
to the questionnaire. The two weeks were extended to two months to increase participation including
the participants recruited by snowballing.-We-reminded-those-who had not responded before the end
of the two weeks as well as weekly after the, two months. The round 1 questionnaire allowed
participants not only to agree or disagree with a set of statements but also to provide comments to
improve the guideline. Before we administered the questionnaire, we agreed that if a statement reached
at least 85% consensus from the participants, it would be endorsed. Statements not reaching the 85%
consensus, and the new ones generated from the analysis of the comments of the participants in round

1, were prepared as a separate questionnaire and administered in round 2.

Validity

To ensure validity in this study, we consulted with local and international experts to ensure the
content covered all the areas of the variable being measured. The experts’ opinions were used to
improve the guideline before it was used for the Delphi study. We also consulted questionnaires and

surveys designed to measure similar concepts.
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Reliability

To ensure reliability, we asked some of the participants to answer the questionnaire for a second
time. Both their responses were compared to show consistency. Additionally, we calculated
Cronbach’s alpha for the study using the Statistical Package for Social Science (SPSS) software. The
Cronbach’s alpha for round 1 is 0.977, and round 2 is 0.796.

Data analysis

We analysed the quantitative data using SPSS. We generated descriptive statistics (frequencies)

for each statement.

Ethical considerations

The research ethics committee of the University of the Western Cape approved this study
(BM/16/4/4). Approvals were also . obtained . from .the .\\Western Cape Department of Education
(20161212-6937), Departments of Health. (WC. 2016RP29 862) and Social Development (12/1/2/4).
Eligible experts were invited to participate via email with the inclusion of an information sheet and a
consent form. The experts were required to read the information sheet to understand the purpose of the
study and what they need to do if they agreed to participate. Those who agreed to participate were
asked to sign the consent form. The research team maintained confidentiality during the conduct of the

research by the anonymity of the participants.
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RESULTS

Guiding principle and approach

Three of the statements achieved 100% consensus in round 1 and none in round 2 (Table 4).
Women/family-centeredness attained 84% consensus in round 1 and based on the comments made by
some of the participants, we decided to separate family from women in round 2. The participants said
having women-centred as one of the approaches and guiding principle could promote stigma and blame
games. In round 2, family-centredness reached 95% consensus while women-centredness only
achieved 68% agreement. However, the policy should be designed to avoid gender-focused
interventions recorded the lowest consensus of 66%. There was no particular reason given by the

participants for the latter.

Table 4: Agreement with the statements on guiding principle and approach

Statement M m m ur n m RI (%)*  R2(%)*
1 Holistic M m uom nm m 98 -
2 User- and caregiver-focused — 98 -
3 Inter-departmental 98 -
4  Considerate of needs across the Iifési:)a_ﬁ IVERKDILY of i 100 -
5  Collaborative i 98 -
6  Human rights-based WESIDRIN UWADNI 93 -
7  Based on a public health framework 93 -
8  Culturally diverse and culturally sensitive 100 -
9  Evidence-based 98 -
10 Woman/family centred 84 -
Il Clear about referral pathways 100 -
12 Designed to avoid victim blaming 95 -
13 Cost-effective 93 -
14 Driven by behavioural economics 79 8l
I5 Family-centred - 95
16 VWomen-centred - 68
17 Government-driven/led - 68
18 Address social determinants of health contributing to FASD - 95
19 Designed to give special consideration to the hot spot (rural area) - 84
20 Incorporate home-based care - 83
21 Considerate of input from individuals with FASD and their families - 94
22 Designed to promote responsible parenting - 98
23 Designed to avoid gender-focused interventions - 66
24 Designed assign responsibilities - 78

Rl — Round |; R2 — Round 2; *Represents ‘agree and strongly agree’
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Proposed prevention measure

Education-related proposed prevention measure

In round 1, only one of the statements attained 100% agreement from the respondents with none
in round 2. However, most statements achieved 90% and greater in terms of agreement. The statement,
‘Make school events alcohol-free’ attained the lowest agreement at 81%. When administered in round

2, it only obtained an agreement rate of 78% (Table 5).

Table 5: Agreement with statements on education-related proposed prevention measure
Statement Rl (%)* R2(%)*
1 Enhance awareness of the dangers of drinking alcoholic beverages during pregnancy in 100 -
schools including colleges and universities

2 Assist individuals with alcohol-use problems in educational settings to access treatment 98 -
3 Address barriers to access treatment.for aIc%l-glated‘promms in-educational settings 98 -
4  Address stigma associated with alcohol abuse in-educational settings 93 -
5  Facilitate the training of teachers re the FASD. prevention/awareness.programme 98 -
6  Facilitate the development and implementation of FASD awareness programmes in schools 95 -
(including colleges and universities)
7  Facilitate the use of peer education ré the FASD awareness per.éran{nH_e in schools 91 -
8  Promote a healthy lifestyle in schools-tvﬁrou'gh- spovl:t.and_ other extra-curricular activities 91 -
9  Make school events alcohol-free 8l 78
10 Discourage the establishment of the liqaér-siérés: in.the I:n;é;(i—rﬁity of 'schools 88 -
Il Promote education of young individuals about healthy. pregnancy in schools 96 -
12 Facilitate the teaching of responsibléﬂpar_en%obdi-n educational s-e.ttiﬁgs- - 90
13 Facilitate the teaching of safe sex practices in educational settings - 88

Rl — Round |; R2 — Round 2; *Represents ‘agree and strongly agree’

Health-related proposed prevention measures

Five of the statements on health-related proposed prevention measures reached 100% consensus
among participants in round 1 (Table 6). The only statement generated from the comments made by

participants in round 1 and administered in round 2 attained 93% agreement.

Table 6: Agreement with statements on health-related proposed prevention measures

Statement RI (%)* R2 (%)*
| Facilitate screening for alcohol use in clinics and hospitals 88 -
2 Encourage proper documentation of the alcohol history for women, especially pregnant 95 -
women
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3 Facilitate the inclusion of FASD prevention as a part of health promotion activities in 100 -
clinics and hospitals

4  Facilitate the education of individuals and couples on the dangers of drinking alcoholic 100 -
beverages during pregnancy in the pre-conception clinic

5  Facilitate the education of individuals and couples on the dangers of drinking alcoholic 100 -
beverages during pregnancy in the reproductive clinic

6  Encourage the use of visible posters and pamphlets for FASD prevention campaigns in all 95 -
clinics and hospitals

7  Facilitate the training of healthcare professionals on FASD prevention 98 -

8  Facilitate early and appropriate referral to treatment for individuals (including women) 100 -
with alcohol misuse issues

9  Empower health professionals with the skills to counsel and ask questions about alcohol 100 -
use in a safe and appropriate way

10 Promote the use of contraceptives to avoid unplanned pregnancy 95 -

Il Assist parents of individuals with FASD to avoid having another child with FASD

93

Rl — Round I; R2 — Round 2; *Represents ‘agree and strongly agree’

Community/social-related proposed prevention-measures

Eight statements had 100% consensus in round-1 while one attained 100% agreement in round 2.

The remaining statements achieved agreement in 90% and above except two (statements 14 and 23).

‘Discourage all advertisements that link-alcohol to-sport/other popular community events/activities’

was re-administered in round 2 and recorded a:lower consensus (71%) than round 1. Some of the

participants commented that a ban on the ladvertisement has" little or no impact on reducing or

preventing alcohol consumption during pregnancy in an area where drinking is rampant (Table 7).

Table 7: Agreement with statements regarding community/social-related proposed prevention

measures

Statement RI (%)* R2 (%)*

1 Facilitate educating public awareness re the dangers of alcohol abuse 95 -

2 Facilitate the education of all people in the community re the dangers of drinking alcohol 100 -
during pregnancy

3 Facilitate the education of individuals and couples re the dangers of drinking alcohol during 100 -
pregnancy

4  Encourage the use of community groups for FASD prevention (education and awareness) 95 -

5 Facilitate the training of the community health/community-based workers and youth 100 -
care/social workers re FASD prevention

6  Facilitate early intervention and assistance for individuals with alcohol use problems in the 100 -
community

7  Facilitate the creation of social programmes such as skills training and empowerment 98 -

programmes for women in the community
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8  Encourage awareness and education re FASD in the workplace, rural and urban areas and 100 -
farming communities

9 Promote the use of multimedia such as posters, adverts, pamphlets, TV, social media and 100 -
road shows re FASD awareness in the communities

10 Promote enforcement of liquor laws and regulation of shebeens to control accessibility and 95 -
availability of alcohol in the community

Il 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 95 -
alcohol rehab

13 Promote afterschool activities in the community to prevent early exposure of adolescents 100 -
to alcohol

14 Discourage all advertisements that link alcohol to sport/other popular community 8l 71
events/activities

15 Mandate labels on alcohol containers to contain information re the dangers of drinking 95 -
alcoholic beverages during pregnancy

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 95 -
community

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 98 -
in the community

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

23 Facilitate the curbing of opening hours, incréasing the pr'i_ce of alcohol and the legal age for - 73
drinking alcohol, and facilitate the limiting of liquor licences

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

Rl — Round |; R2 — Round 2; *Represents 1agree 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 RI (%)* R2 (%)*
I  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 98 -
FASD) who are not benefiting from formal education
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 93 -
individuals with FASD) who are not benefiting from mainstream schooling
6  Facilitate the education of parents re the needs and management of individuals with FASD 98 -
Rl — Round I; 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 (%)*
| Facilitate capacity building re diagnosis among health professionals 98 -
2 Facilitate FASD screening for all children who are known to have been prenatally exposed 89 -

to alcohol
3 Make provision for diagnostic services for individuals 95 -
4  Promote diagnosis for school children, adolescents and adults to reduce rates of people 86 -

who are left undiagnosed or misdiagnosed
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 93 -
and developmental disorders
10 Make provision for integrated medical services for individuals with FASD - 88
Il Make provision for individualised medical services for individuals with FASD - 8l

Rl — Round |; 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 RI (%)* R2 (%)*

| Provide skills training and empowerment programmes for those who need it among 95 -
individuals with FASD

2 Facilitate appropriate employment opportunities for individuals with FASD 91 -

3 Facilitate the training of community health workers/community-based workers/ youth care 93 -
workers/ social workers and professionals within judiciary.system re FASD management

4  Facilitate the training of the biological and foster parents/caregivers regarding the 98 -

5 Promote the empowerment of the parents/—cargéi:/ers of-individuals with FASD in the 95 -
community

6  Promote the establishment of suppor:t. ;ysté;ﬁs foFBioIééfcal and foster parents/caregivers 95 -
and individuals with FASD in the community |

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 98 -

system

Il Facilitate the creation of structure and supportive environment at honme, 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

Rl — Round |; 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

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

e Consider the individual with FASD and their caregivers.

e Involve all relevant government departments such as the departments of health, education, justice,
social development, trade and industry, labour-.

e Consider the needs of individuals with FASD throughout their lifespan.
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e Involve the collaborative action of various professionals (social service, justice and healthcare);
healthcare professionals from the doctors, midwives, nurses, to the community healthcare workers.

e 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.

e 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.

e Be culturally diverse and culturally sensitive, acknowledging the importance and strength of cultural
values and norms.

e Use relevant and current evidence to inform practice and interventions to strengthen the
knowledge base to effectively prevent and manage FASD.

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

e 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.

e Consider cost-effective interventions, which encourages a population-wide approach and enhances
a wider coverage.

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

e Address social determinants of health contributing to FASD.

e Consider input from individuals with FASD and their families in developing a policy for the
prevention and management of FASD.

e Promote responsible parenting, which-recognises-human.yvalues and enhance the development of
individuals with FASD.

FASD prevention measures

Education-related preventi Nneasyres(for FASD
The panel agreed that an FASD policy on education-related prevention should contain strategies to

e 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

e Improve the screening of alcohol use in clinics and hospitals.
e 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.
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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-heaith-professionals.

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

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-diaghosis.

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

Facilitate the creation of national.surveillance forr 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.
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e Provide support for individuals with FASD in child protection/foster care and the criminal justice
system.

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

e 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
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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

e 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.

e 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.

e 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.

e Research indicates the need to-develop-a-comprehensive and multi-sectoral policy for the
prevention and management of FASD.

e 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.

e 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.

e More research is needed on how to successfully implement a compressive and multi-sectoral
policy for FASD.

e There are no safe limits of alcohol during pregnancy.
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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-tunhealthy-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 pri

I AN | Be

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.
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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-asapart-of health promotion activities in clinics
and hospitals.

Improve the education of individuals. and' couplesi'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—ieaders—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 servicesfor parents and-individuals with FASD.

Encourage family/community support for individuals with FASD.

Provide support for individuals. with FASDvin 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 recammend 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 adolesecents 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 streamtined-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 abtlities.—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 musticonsider 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 |: Research team
and reflexivity

Personal Characteristics

|. 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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[0. Sampling

How were participants selected? e.g. purposive,
convenience, consecutive, snowball

Methods (8)
Purposive sampling

I 1. Method of approach

How were participants approached? e.g. face-to-
face, telephone, mail, email

Methods (8)
face-to-face, telephone, email

[2. Sample size

How many participants were in the study?

Results (9)
65

[ 3. Non-participation

How many people refused to participate or
dropped out? Reasons?

Methods (8)
3 (It was because of the work
load)

Setting

[4. Setting of data collection

Where was the data collected? e.g. home, clinic,

Methods (9)

workplace Clinic, workplace
I5. Presence of non-participants | Was anyone else present besides the participants Results (9)

and researchers? No
| 6. Description of sample What are the important characteristics of the Results (9)

sample? e.g. demographic data, date

Profession, Gender and
Working experience

Data collection

I7. Interview guide

Were questions, prompts, guides provided by the
authors? Was it pilot tested?

Methods (9)
No

I8. Repeat interviews

Were repeat interviéws.carried out? If yes, how
many?

N/A

19. Audio/visual recording

Did the research use audio or visual recording to

Methods (9)

colleat-the data? Yes
20. Field notes Were field notes made during and/or after the Methods (9)
interview or focus group!? Yes

21. Duration

What was the [duration of the inter views or focus

Methods (9)

group? 30 — 60 minutes
22. Data saturation Was data saturation discussed? Methods
Yes
23. Transcripts returned Were transcripts returned. to participants for N/A
comment and/or correction? 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

Results (11-22)

the themes/findings? Was each quotation identified? | Yes
e.g. participant number
30. Data and findings consistent Was there consistency between the data presented | (22-27)

and the findings?
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Relationship to existing

knowledge
Yes
31. Clarity of major themes Were major themes clearly presented in the Results (11-22)
findings? Yes

32. Clarity of minor themes

Is there a description of diverse cases or discussion
of minor themes?

Discussion (22-27)
Yes
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Abstract Fetal alcohol spectrum disorder (FASD) has a high prevalence in South Africa, especially
among the poor socioeconomic communities. However, there is no specific policy to address FASI.
Using a qualitative study design, weexplored the perspectives of policy makers on guidelines /policies
for FASD), current practices and interventions, and what practices and interventions could be included
ina pulucjr for FASD. The data analysis was done using the F ram_wurk r\'[u_t]md Applying a worlung
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Abstract

The global prevalence of Fetal Alcphol Spactrum Discrder (FASD) remains high despite the various preventive
and management interventions that have been designedl and implemented to tackle the issue in various
settings. The aim of the scopingTeview s todentify and classiy prevention and management interventions of
FASD reported globally across the dife epamand to map-the concentration of these interventions across the
globe. We searched some selected dafabases with predefined terms. Framework and narrative approaches
were used to synthesize andyepart @n the; findings. Thirty-tweo fprevention intervention studies and 41
management interventions studies were identified. All the interventions were reported to be effective or showed
promising outcomes for the prevention and management of FASD, except four. Although Europe and Africa
have a relatively higher prevalence of FASD, the lowest number of interventions to address FASD were
identified in these regions. Most of the interventions for FASD were reported in Morth America with
comparatively lower FASD prevalence. The uneven distribution of interventions designed for FASD vis-a-vis
the burden of FASD in the different regions calls for a concerted effort for knowledge and intervention sharing
to enhance the design of contextually sensitive preventive and management policy in the different regions.
View Full-Text

Keywords: fetal alcohol spectrum disorder; perinatal alcohol exposure; prevention; management; interventions;
scoping review; pregnant women; children; adults; development disabilities
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Should there be any discrepancies in your biography, presentation title, author or organisation,
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Speaker Preseptzlic &
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pectives on the available
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Title

Session Details

l.

|-I and I|c3.r
i 201H ‘

Presentation Time i TZ20 PM - 12235 PM .
Presentation Order U NI“?‘. ER "; ] T ‘I’T ﬂur ﬂ']: -
Presenting Author Babatope Adebiyi
WES ¥ Driverity A b Westem Cape
Biography Mr. Babatope Oluwadamilare Adebiyi is a doctoral

researcher of the School of Public Health, University of the
Western Cape, Bellville, South Africa. His Ph.D. study
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He has started publishing articles in peer review journal from
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Production of Poster
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ensure that your poster ig plodu in cor dirr longfdnd is portrait to ensure that 2
posters are able to be a I 3
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Posters. Your abstract “Service Providers’ Perspectives on Available Policies and Interventions for FASD" has been selected as a 15-minute
oral paper session (+ Q&A).

As the primary presenter, all correspondence will be directed to you. Please ensure that any co-presenters are
forwarded all information as well.

To confirm your participation in the conference please respond to this email by Tuesday, November 13. Please
also ensure you review your session information below, and complete any missing information (highlighted in
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Presenter Affiliations & Contact
Primary Presenter:
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Presentation Title
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Presenter Affiliations & Contact

Primary Presenter:
Babtope Adebiyi, PhD Student, Researcher, School of Public Health, University of the Western Cape, Western Cape, South Africa
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Presentation Title
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Dear Babatope Adebiyi

On behalf of the upcoming QHR Congress, 12 - 15 March 2018, Sun City, South Africa, we
are pleased to advise that the below listed abstract has been accepted for Oral
Presentation.

Title Foetal alcohol spectrum disorder: Exploring service
providers’ perspectives on interventions and policies

Paper Number 73

Paper Status Accepted | Oral Presentation

Presentation Type Oral Abstract Presentation

Theme Qualitative Health Research: Health Policy and Practice

Presenting Author Mr Babatope Adebiyi

Affiliations: University Of the Western Cape, South Africa

Presenters will be allocated 20 minutes (15 min + 5 min discussion), please note the exact
time slot allocated to your presentation will be advised shortly. Kindly visit the Congress
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author will be.
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We are pleased to inform you that your abstract/s as detailed below has been accepted as a
POSTER presentation and will be included in the provisional program for the PHASA
Conference 2018 to be held at Khaya iBhubesi, Parys from 10th - 12th September 2018.

Poster Presentations

Exploring service providers’ perspectives on the Prevention
and Management of Foetal Alcohol Spectrum Disorders.
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Presentations

Prevention and management interventions for Foetal Alcohol
spectrum Disorders across the lifespan: A systematic review
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t-mves wmi-st-~2d and paid for your attendance by 25th June 2018.
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College of Cape Town, Cape Town from 16th - 18th September 2019.

Presentations
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document review

Affiliations: University of the Westemn Cape
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password and follow the prompts. The conference fees and the cancellation policy are listec
the registration page.

https-//confco.eventsair com/phasa-conference-201%1ndividual-registration
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