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Stigma can influence the prevention and identification of fetal alcohol spectrum disorder (FASD), a leading cause

of developmental delay in North America. Understanding the effects of public health practices and policies on

stigma is imperative. We reviewed social science and biomedical literatures to understand the nature of stigma

in FASD and its relevance from an ethics standpoint in matters of health practices and policies (e.g., diagnostic

practices, awareness campaigns). We propose (i) a descriptive model of stigma in FASD and note current

knowledge gaps; (ii) discuss the ethical implications of stigma based on two distinct criteria (dignity and con-

sequences); and (iii) describe two cases and the concerns associated with inadvertent stigmatization by public

health initiatives for FASD. We recommend further empirical and ethical analyses to examine whether public

health policies and practices inadvertently stigmatize and impact the success of public health initiatives and

programs for FASD.

Introduction

Fetal alcohol spectrum disorder (FASD) describes a

range of adverse developmental outcomes resulting

from exposure to alcohol during pregnancy. FASD is a

leading cause of developmental delay in North America,

and individuals with FASD can face a range of physical

and mental health issues. Executive function deficits can

be significant, including difficulties with organization,

planning and cognitive flexibility that are important for

adapting to the demands of daily life into adulthood

(Mattson et al., 2011; Ware et al., 2012; Quattlebaum

and O’Connor, 2013). FASD is often referred to as an

invisible disability, as less than 10 per cent of affected

persons present with the characteristic dysmorphic

facial features found in the full expression of Fetal

Alcohol Syndrome (FAS) (e.g., small eye openings,

thin upper lip) (Andrew, 2011). The secondary effects

experienced by individuals with FASD (i.e., difficulties

at school, trouble with the law, challenges living
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independently) influence the life experiences and qual-

ity of life for persons with FASD and their families. The

primary prevention of FASD has been challenged by a

lack of consensus particularly around what policies to

adopt in advising women about acceptable levels of al-

cohol during pregnancy. There has been particular

debate about the risk of low to moderate levels of drink-

ing. However, recognition that there is a small margin

between levels (or patterns) of alcohol consumption

that may or may not increase risks to the fetus lends

support to guidelines that advise abstinence during

pregnancy (O’Leary and Bower, 2012).

Alcohol use during pregnancy is a significant public

health issue that has been met with a range of different

supportive and punitive strategies for prevention

(Drabble et al., 2014). Evidence challenges the effective-

ness of some of these strategies (e.g., warning labels on

alcohol, awareness campaigns), and concern has been

raised about the negative effects of some practices (i.e.,

anxiety among women who drank before knowing they

were pregnant; fear, blame or shame of women; reti-

cence to seek medical care for their pregnancy or drink-

ing) (Bell et al., 2015). There are, however, significant

gaps in our understanding of the impact of public health

practices or policies, and the ways that these may inad-

vertently increase the stigma felt or experienced by those

affected by FASD. This is in part due to the fact that we

lack a model describing stigma in FASD that is informed

by evidence of the public attitudes or underlying beliefs

about FASD and the experiences of those affected. While

some aspects of the stigma experienced by pregnant

women using alcohol or drugs have been discussed,

including their experiences of fear, shame and blame,

there is very little literature that has examined public

attitudes or the experience of negative judgments

across the life course for individuals with FASD and

their families. However, a deeper understanding of

public attitudes, as well as of the underlying beliefs

(e.g., expectations that the role of mother cannot be

met by someone using alcohol, perceptions that

mothers have freely chosen to drink during pregnancy

despite advice that doing so could be harmful, percep-

tions that individuals with FASD are likely to encounter

trouble with the law) would be of value to guide public

health policies and practices. Public health policies and

practices aimed at increasing awareness about the harms

of drinking during pregnancy and identifying children

with FASD should explicitly work to avoid increasing

stigma because of its effects on the individual and on the

use of health services.

In this paper, with intent to inform public health

ethics, we discuss the current state of knowledge about

stigma and FASD and we propose a descriptive model of

stigma that exists for individuals with FASD, their bio-

logical mothers and families. We discuss the ethical im-

plications of stigma and examine how current practices

and policies in public health might inadvertently in-

crease stigma. Finally we make recommendations for

resolving this ethical tension.

Methods

We conducted a review of social and biomedical litera-

tures about stigma and mental health, neurodevelop-

mental disorders and disability; we reviewed

qualitative research about the experiences of individuals

with FASD, and identified relevant and related litera-

tures from these original sources. Using a broad

review strategy, we hoped to gain further insight into

the pervasiveness of stigma and highlight common traits

of felt or enacted stigma on individuals and families

affected by neurodevelopmental conditions. Using the

literature retrieved, we discussed the following issues to

generate a descriptive model of stigma: (i) public atti-

tudes towards women who drink during pregnancy; (ii)

beliefs about individuals with FASD and their families;

(iii) experiences of individuals affected by FASD

(including biological parents, families and individuals

with FASD) contrasted with the experiences of other

families affected by other mental health or neurodeve-

lopmental conditions.

Findings

Stigma and Mental Heath

Stigma is perhaps best understood as a process that in-

volves the endorsement by others of negative stereotypes

(i.e., socially informed notions and impressions of par-

ticular groups), accompanied by prejudice, including

emotion-based reactions (e.g., anger or fear), and po-

tential discrimination (e.g., structural or personal forms

of discrimination) or devaluation of persons (Link and

Phelan, 2001; Corrigan and Watson, 2002).

Importantly, stigma rests on cultural patterns of behav-

ing, thinking and feeling about others that are also partly

determined by the social discourse and power structures

surrounding a particular group of individuals (Rüsch

et al., 2005). Therefore, negative beliefs and attitudes

(often unfounded) are tipping points for the generation

of stigma, including the discrimination (felt or experi-

enced) by persons who are stigmatized (Scambler,

2009). Today’s models of health stigma acknowledge
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the important role played by negative (and often incor-

rect) beliefs held by the public. Much of the seminal

work in the area of stigma and mental health has exam-

ined the beliefs or stereotypes endorsed by the public

about individuals with psychiatric conditions, and their

attitudes towards the causes of mental illness and the

treatment of persons with mental illness.

Large social survey studies carried out with represen-

tative samples of the general public (in the US and inter-

nationally; e.g., General Social Survey Studies, Stigma in

Global Context-Mental Health Study) have shown that

negative stereotypes and attitudes towards those with

mental illness include beliefs of dangerousness, lack of

personal responsibility, unpredictability, need to be

cared for like a child; beliefs that are sometimes also

reflected in media depictions of those with mental illness

(Rüsch et al., 2005). Surveys have also provided

evidence for the resulting prejudice against and social

distancing of individuals with psychiatric disorders.

Persons with mental health conditions are discrimi-

nated against, which can manifest through public

reluctance to offer help, unwillingness to have persons

with mental illness interact with vulnerable groups and a

reluctance to interact with persons with mental illness in

intimate settings (Corrigan and Watson, 2002;

Pescosolido et al., 2013).

A Descriptive Model of Stigma for FASD

Three themes were drawn out from our literature

review, indicative of important elements of stigma for

individuals with FASD, their biological mothers and

families (Figure 1): (i) personal responsibility and

blame towards biological mothers; (ii) felt and enacted

stigma experienced by children and families; (iii) antici-

pated life trajectories for individuals with FASD. The

themes in our descriptive model of stigma have strong

elements of interconnectedness and this is not surpris-

ing since Mukolo and colleagues (2010) have described

that in childhood mental disorders there are different

targets of stigma and that the experiences of those tar-

geted are interrelated (child/individual, parents/associ-

ates and/or biological mother) (Mukolo et al., 2010).

Our review points to the fact that a descriptive model

of the stigma experienced by those affected by FASD

should account for the experiences, related and discrete,

Figure 1. Laods of stigma expereinced by those affected by fetal alcohol spectrum disorder (FASD).
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of various stakeholders. Multiple stakeholders may ex-

perience prejudice, discrimination or impacts on self-

esteem as a result of upheld negative beliefs, particularly

in the case of families. Our descriptive model of stigma

in FASD emphasizes and explains the different ‘loads’

placed upon those affected by FASD, either because of

popularly held negative beliefs, or attitudes towards the

causes of FASD (i.e., who is to blame), towards the def-

icits displayed by those with FASD, and with regards to

their potential to overcome these deficits (Figure 1). In

this way the model highlights that multiple stakeholders

(biological parents, adoptive parents, kinship and foster

caregivers, children and adults with FASD) may be sub-

ject to forms of stigma associated with drinking during

pregnancy and FASD, and it recognizes that these rela-

tionships are important to understand how stigma

might play out across a lifespan for each of these

stakeholders.

(i) Personal responsibility and blame towards
biological mothers

A first observation in our review is that notions of

mother blame, the personal responsibility placed on

mothers to uphold a culture of good mothering, evi-

dently shapes attitudes towards and reactions to

mothers who drink during pregnancy (see Figure 1).

Generally, mothers are judged by their demonstrated

ability to live up to a cultural norm of good mothering

(Kukla, 2008). These expectations compound percep-

tions of the blameworthiness of pregnant women who

drink or use drugs. Blame and shame have been shown

to negatively impact the self-perception of pregnant

women using alcohol or drugs (Poole, 2008). Pregnant

women using alcohol or drugs fear that they will be

judged negatively by the general public and even by

healthcare workers. As Poole (2008) suggests, ‘pervasive

negative stereotypes about mothers who use substances

influence women’s self-concept’. The encounter of, or

perception of negative judgment may dissuade women

who use alcohol during pregnancy from disclosing this

information or seeking help, or from receiving effective

medical care (Poole and Isaac, 2001; Poole, 2008;

Eggertson, 2013). In turn, this may prevent treatment

of the mother, early monitoring or intervention for the

child or delay diagnosis when maternal drinking cannot

be confirmed. Women fear that they will lose their chil-

dren to the child protection system if they confirm using

alcohol (Poole 2008; Rutman and Van Bibber, 2010).

Recent North American media reports discussing the

criminalization (alongside other coercive policies) of

women who admit drug use during pregnancy

suggest this fear may be justified (Eckholm, 2013;

Radio-Canada, 2013; Bassett, 2014). Questions have

also been raised about the role of biological public dis-

course in fuelling stigma towards pregnant women and

alcohol addiction (Racine et al., 2015). Although there

is scant empirical evidence about the shame and guilt

experienced by parents of children diagnosed with

FASD, the literature suggests that the burden of shame

may also extend to non-biological parents who report

feeling that they have to explain that their child was

adopted to avoid the negative reactions of others (i.e.,

they are not the biological parent of a child with FAS)

(Whitehurst, 2012).

In general, a narrow focus on blame risks perpetuat-

ing the notion that a label of FASD indicates the failure

of mothers, and worse that this failure earmarks

mothers and children who will place a drain on society

with ongoing medical and social problems (Armstrong,

1998). The impacts of mother blame are likely far reach-

ing and may influence public stereotypes and prejudice

about children born to mothers who drink even in the

absence of the child being raised by the biological

mother. In this way, individuals with FASD and their

families may become ensnared by a belief that women

who drink during pregnancy are unfit mothers.

(ii) Felt and enacted stigma experienced by children
and their families

Our review of the literature reveals that the experience of

stigma (either felt or enacted prejudice or discrimin-

ation) for children with FASD remains largely unad-

dressed, although descriptions of general childhood

experiences especially in school point to difficulties in

making friends, perceptions of being different from

others, and lived experiences of marginalization and op-

pression (Figure 1; Duquette et al., 2006; Stade et al.,

2010; Salmon and Buetow, 2011). From the limited

relevant literature we were able to identify in neurode-

velopmental disorders it seems that stigma can have

far-reaching consequences. For children or youth with

attention-deficit hyperactivity disorder (ADHD), it has

been shown that ADHD status affects both parents’ and

teachers’ perceptions of student abilities and children

with ADHD report being perceived by peers and tea-

chers as stupid and made to feel different in school

(Lebowitz, 2016). One study showed that children

used more negative adjectives (e.g., ‘careless’, ‘stupid’)

than positive ones to describe a hypothetical peer with

ADHD behaviours which was accompanied by a greater

degree of reluctance to interact with the child who exter-

nalized behaviours indicative of ADHD (Law et al.,

2007). Parents of children with neurodevelopmental

disorders such as Asperger’s syndrome also report
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feeling stigma; their child is perceived as the ‘naughty

child’ by school staff (Gill and Liamputtong, 2011).

Understanding the negative stereotypes and attitudes

brought by both the labels given to children and their

behaviours is extremely important because these have

the potential to set children up for negative educational

outcomes, underachievement and delinquency, and

may make them susceptible to lifelong stigmatization

beginning in childhood (O’Driscoll et al., 2012). Still

missing is clarity surrounding the impact of medical

labels and disordered behaviour on public beliefs

about or attitudes towards parents and children with

developmental disorders. Parents of children with high

functioning autism or Asperger’s syndrome report being

the target of stigma. They describe feeling that others are

critical of their child-rearing abilities and that they feel

stigmatized in the school setting if their child’s beha-

viour does not fit within the norm (Gill and

Liamputtong, 2011). Interestingly, one study describes

mothers reporting greater incidents of enacted stigma

than fathers, which was potentially attributed to the

meaningful role of mothers in ‘demonstrating their par-

ental competence (. . .) to the public at large in their

daily interactions’ (Gray, 2002). For children with

FASD, similar negative stereotypes and attitudes on

the part of peers and educators may accompany the

difficulties faced in school due to their disability.

Individuals with FASD have reported feeling misunder-

stood in school, being disrespected and being blamed

for their learning challenges as well as having their capa-

cities underestimated by others in school and being bul-

lied (Copeland, 2002). Large knowledge gaps limit our

understanding of how labels or public attitudes that are

enacted through prejudice and discrimination impact

the experiences of children with FASD and their parents

or caregivers.

(iii) Anticipated life trajectories for individuals with
FASD

An additional load of stigma which may be experienced

by persons with FASD and their families relates to public

beliefs of a poor lifelong trajectory for those with FASD

(see Figure 1). The potential of persons with FASD to

thrive are shown to be peppered by beliefs about a future

life of crime, or of drug and alcohol use and misuse. The

‘anticipated trajectories’ of young persons with FASD

towards involvement in petty crime, of alcohol or

drug use, of time spent in residential treatment centres

and prison, may be, as described by Ryan and Ferguson

(2006), ‘a combination of perceptions about the dis-

order itself, and the reality of the individuals’ lives and

behaviors’. It is a reality that many persons with FASD

will experience secondary effects including mental

health issues, substance use issues, trouble with the

law and disrupted school experiences (Streissguth

et al., 1996). However, negative public attitudes that

contribute to the struggles of individuals with FASD

may have significant impacts on self-esteem and the po-

tential of these individuals. In an exploration of the life

course trajectory of persons with FASD, Dej (2011) de-

scribes how two different identities shape how stake-

holders interact with individuals with FASD; the child

who is victim and the adult who is deviant. This framing

captures some of the beliefs that account for the pre-

sumption that the adult with FASD is personally respon-

sible for their problems and at the same time unable to

regulate or manage their own behaviours making them

somewhat dangerous (Dej, 2011). Daily challenges in

school or at work, low self-esteem, and struggles with

self-confidence figure prominently into some individ-

uals’ accounts of growing up with FASD (Salmon and

Buetow, 2011). Simultaneously, these individuals some-

times describe isolating themselves, dropping out of

school altogether or turning to drugs or alcohol to

deal with the impact of negative experiences on their

self-esteem (Salmon and Buetow, 2011). Although this

may be true for some, other studies have suggested that

children or adolescents with good parental support, and

advocacy, will persist in school and experience success

(Duquette et al., 2006; Stade et al., 2010). Belief in a

negative lifelong trajectory, despite the fact that persons

with FASD may lead successful and productive lives

with the right supports, reinforces beliefs that children

born to mothers who drink during pregnancy are des-

tined to later become social problems. Moreover, these

beliefs may be reinforced because of the multigener-

ational effects of FASD and the fact that women with

FASD are generally at high risk to have a baby with

FASD (Rutman, 2013). Beliefs that anticipated negative

life trajectories are unavoidable lets the community,

social and health systems off the hook regardless of sys-

tematic ‘structural social inequality’ that exists for indi-

viduals with FASD and their future children (Meurk

et al., 2014).

Discussion of the Model: Empirical Data Limits
Our Understanding of Stigma and FASD

In the context of FASD, large knowledge gaps exist with

relation to the beliefs endorsed by the public about

mothers, families and their children affected by FASD,

including the attitudes they have towards blame for the

condition and towards the deficits experienced by
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individuals with FASD and the potential for overcoming

these deficits. Only a small set of qualitative studies

detail the experiences of children and adults with

FASD or of parents of children with FASD, offering

little insight into the experience of stigma among

those affected. In one study about parenting with

FASD, most participants reported that they had encoun-

tered stigmatization based on their identification as an

‘FASD client’. In this context, participants felt that so-

cietal attitudes affected their ability to be seen as indi-

viduals with particular strengths and challenges

(Rutman and Van Bibber, 2010). Reasons that might

explain the lack of in-depth perspectives about stigma

experienced by those affected are: (i) a perception that

FASD is low prevalence (although we lack validated bio-

markers or screening tools to accurately identify preva-

lence rates and there is a lack of diagnostic capacity

using current multidisciplinary guidelines (Chudley

et al., 2005)); (ii) barriers to research participation

(e.g., lack of participation by biological parents or chil-

dren who are living with their biological parents or chil-

dren in government custody); (iii) a lack of vocal

advocates compared to other conditions, especially for

children raised in the foster care system; (iv) lack of

understanding about the benefits derived from tackling

stigma; and (v) unease about how to approach the dis-

cussion and study of stigma without possibly inducing

more stigma or failing to accurately represent the ex-

periences of those who are affected (Link and Phelan,

2001; Ditchman, 2013). This last point warrants particu-

lar attention. Within the academic literature different

orientations guide the research conducted in FASD

and these orientations steer views, for example, about

the role of environmental factors in its occurrence, and

the way (or reasons) it concentrates in marginalized

groups. Therefore, in the absence of robust empirical

data, any particular description of the stigma experi-

enced by those affected may be entangled with assump-

tions that form the basis of the approach to its study. A

significant contribution to our understanding of stigma

would be close examination of the root experiences of

those affected by FASD. Qualitative research, facilitating

the gathering of experiences of affected individuals in a

variety of settings (e.g., foster care, criminal systems)

could provide critically important information, as

would investigation of public attitudes towards mothers

who abuse alcohol. There is the need for research to

identify factors of resiliency in those individuals with

more successful life outcomes. One possible mechanism

to resolving such issues would be longitudinal studies of

individuals living with FASD to identify interventions

and environmental factors that lead to good outcomes.

The Ethics of Stigma: Implications for Public
Health Practices and Policies

Our review led us to identify components of a stigma

loading process in FASD across the lifespan (Figure 1).

In this section, we examine whether and how stigma can

become an important ethical aspect to factor into the

assessment of public health practices and policies for

FASD. Before considering two examples (awareness

campaigns and diagnostic practices), we step back and

situate how stigma can be considered from an ethics

standpoint.

The ethical nature of stigma or the relationship of

stigma to ethics is complex and multifaceted. A few

quick observations will suffice to show that the recogni-

tion of the existence of stigma as well as its subsequent

consideration in the ethical analysis of public health

practice and policy merit attention even though the

methodological and normative approaches for doing

so are embryonic. Our subsequent analysis of two case

examples builds on recognition of the ethical complexity

of stigma.

The view from dignity (agent)

The phenomenon of stigma was originally described by

Goffman as a deep and discrediting attribute (Goffman,

1963). Accordingly, the fundamental (reductive) label-

ling that is associated with stigma tends to lead to re-

ductionism on the person as a whole. This impact of

stigma on the person as a whole brings to the forefront

the considerable implications of devaluing the person.

Accordingly, there is literature which strongly con-

demns stigma towards patients (e.g., in mental health)

with the implication that stigma is fundamentally un-

ethical because of its detrimental impact on the person.

For example, Bayer and Stuber describe stigma as an

affront to each individual’s right to human dignity

(Bayer and Stuber, 2006). In addition, stigma erects bar-

riers between caregivers and those who are sick, and

therefore can exacerbate existing health disparities

(Bayer and Stuber, 2006).

The view from consequences (behaviours)

Another view of the ethical implications of stigma

focuses on the evaluation of the consequences of

stigma in public health interventions, including those

consequences that are positive. Within public health,

blame is sometimes used to dissuade from reprehensible

behaviours, including unhealthy behaviours. For ex-

ample, tobacco smoking has been purposely stigmatized

through powerful negative graphic image advertising

and bans on smoking in public places are part of a
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trend in tobacco control towards denormalization

(Colgrove et al., 2011) resulting in decreasing rates of

use in countries like Canada (Fong et al., 2009). This

brings to light that stigma is a social process by which

human groups enforce social norms and expectations

akin to other forms of blame from ‘wrongful’ behaviour.

It is implied that public health practices relying on such

strategies may be acceptable because they can lead to

positive health consequences that are desired.

The view from consequences, focused on outcomes,

also implies that stigma can raise important ethical

questions but with a narrower focus, notably because

stigma can hinder or support the efficacy of public

health interventions. Accordingly, public health inter-

ventions, like other clinical practices, should be guided

by strong scientific evidence as well as ethical principles

such as the maximization, in real-word settings, of bene-

fits (e.g., good clinical outcomes) and minimization of

predictable and inadvertent harms due to increased

stigma (principle of beneficence). This necessitates not

only an evidence base about the effectiveness of such

interventions but also about the potential negative or

counterproductive effects of stigma generated through

these efforts. Further, common ethical principles would

require that any application of stigma be fair and non-

discriminatory (justice), not cause any undue harm

(non-maleficence), and respect the right of individuals

to make decisions in domains where they are expected to

have such liberty (autonomy). There is still a potential

for stigma, directed in principle to drinking behaviour,

for example, to fuel stigma against drinkers themselves,

and decrease their sense of self-worth and confidence.

However, the argument from consequences grants that,

at least in some cases, the impact of stigma is specific

enough to justify its use as part of the arsenal of public

health.

The two general views bring to light divergent criteria

for judging the ethical acceptability of stigma, even

when inadvertently created by public health interven-

tions. At times it may seem that these are mutually ex-

clusive considerations (e.g., if stigma is argued to be

inherently detrimental to the person or if stigma is

encouraged based only on an analysis of the whole

public health outcomes without consideration for the

person) but they do not have to be. A ‘sliding-scale’

could indicate what criteria should guide ethical deci-

sion making depending on the stakes involved. For ex-

ample, we could be uncomfortable with stigma being

applied to people in ways that profoundly impact their

sense of self-worth and social value. Similar discomfort

could arise when a specific behaviour is targeted (e.g.,

campaign focusing on mother drinking) but the

consequence is a significant negative impact on the

person. Those situations could call for a robust applica-

tion of the view from dignity because of the profound

stakes involved. In contrast, there are perhaps other situ-

ations (e.g., anti-tobacco campaigns) where the impact

on the person as a whole is less salient and not genuinely

at stake because of a shared understanding that the

behaviour is targeted and impacted (and not the

person). In such cases, stigma towards the behaviour

could be admissible because the focus (as understood

by the general public) is on the behaviour and not the

person as a whole. It could be argued that the first cri-

terion could be set as a default and the use of stigma only

ethically permissible in the context of public health pro-

vided that it does impact the person’s dignity and

undermine the relationships required to help individ-

uals seek care. Nonetheless, this paper does not settle the

question of the priority of criteria and, as seen below, the

points made are valid for both criteria.

The proposal to gauge ethical criteria based on their

impact underscores the need to understand the nature

of stigma inadvertently affected by public health inter-

ventions for FASD. Regardless of what view about the

ethical nature of stigma is supported, for each separate

criterion, there is a need to (i) initially assess the occur-

rence of stigma, and to then (ii) explicitly consider

stigma within the ethical analysis of a public health prac-

tice and policy. Resolving the tension between public

health aims and their potential negative impact on in-

dividuals first calls for an acknowledgment that public

health interventions are not in and of themselves intrin-

sically ethically good and that any ethical judgment

must be based on scientific evidence and the respect of

ethical principles.

To openly launch discussions on the ethical nature of

stigma in FASD, we examine two cases situated within

the arena of public health that are directly impacted by

issues of stigma; awareness campaigns and diagnostic

practices (see Table 1). They illustrate to what extent

there is a need to research the existence of stigma and

evaluate its implications from an ethical standpoint. We

believe these cases demonstrate compelling reasons why,

from the standpoint of dignity, direct application of

stigma towards behaviours or persons would be ethically

unjustified because of the highly detrimental effects of

stigma on affected individuals (as shown by our model)

and the limited available evidence.

Case 1: Awareness campaigns

Awareness campaigns aim to prevent the only known

cause of FASD, drinking during pregnancy. However,
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awareness campaigns may also inadvertently increase

the blame towards biological mothers or women who

drink during pregnancy, and impact the broader experi-

ences of all those affected by FASD (See Table 1). For

instance, the use of alcohol warning labels has been

much debated, partly because of a fear that the messa-

ging (‘women should not drink alcoholic beverages

during pregnancy because of the risk of birth defects’)

is too simplistic and focuses on the personal responsi-

bility of the mother. These messages fail to address the

social factors surrounding alcohol use during pregnancy

and to address local or community factors that may be

important to ensuring behaviour change. Others have

discussed how awareness campaigns that use descrip-

tions of FASD as a preventable condition (i.e., as

‘100% preventable’) stress the responsibility of

Table 1. Public health activities in FASD and their potential unintended effects on stigma

Public health

activity

Intended target Goals Possible unintended effects on the loads of

stigma (Figure 1)

Awareness

campaigns
� Pregnant

women

� Youth

� General

public

� Families

affected by

FASD

� Decrease maternal

drinking

� Increase awareness in

the general public

about the effects of

even small amounts of

alcohol consumption

on the fetus

� Prevention through in-

formation provision to

target groups (i.e.,

women of childbearing

age, pregnant women)

Blame towards mothers
� Ignores social factors leading women to

drink when pregnant

� Reinforces notions of individual and per-

sonal responsibility and blame

� Increases reluctance to disclose

Stigma experienced by children and families

� Reiterates a narrative of blame and shame

that can affect children and how they are

perceived (as social problems); affect

families and their relationships; and affect

even non-biological parents who feel they

need to explain that they are not to blame

for their child’s condition

Anticipated life trajectories for individuals with

FASD

� Focus on prevention could undermine

support for services to individuals with

FASD

Diagnostic

practices
� Persons with

FASD

� Facilitate early

intervention

� and access to services

� Establish biological ex-

planation for disability

and prevalence

� Identify best care path-

ways across the life

course and support

research

� Guide appropriate

conditions and treat-

ment in court

proceedingsa

Blame towards mothers

� FASD label associates child’s disability

with mother’s behaviour

Stigma experienced by children and families

� Bias may lead to overrepresentation of

diagnosis in some groups

Anticipated life trajectories for individuals with

FASD

� May reinforce negative fatalistic stereo-

types about families and environments

� A label of FASD may remove any impera-

tive for social change

aHarvie and colleagues, 2011.
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biological mothers and become all too simplistic. Beliefs

(at least simple beliefs) that women who drink during

pregnancy are personally responsible fail to recognize

the systemic and social factors (e.g., health disparities)

that cause women to consume alcohol while pregnant

and neglects circumstances surrounding the behaviour

(i.e., when a woman drinks before realizing she is preg-

nant) (Armstrong, 1998; Jonsson et al., 2014).

Moreover, this individualistic stance can overlook the

impact of historical and multigenerational abuses

experienced by certain disadvantaged groups (e.g., the

high prevalence of FASD in some Canadian Aboriginal

communities) (Institute of Health Economics, 2009)

and uses mothers as a scapegoat for broader social

problems.

For these reasons, mother blame that can be fuelled by

such campaigns is reductionist and non-productive. It

may lead to diminished interest in undertaking environ-

mental or societal changes that could prevent FASD, with

the potential to deepen health disparities experienced by

already marginalized groups (e.g., lower socioeconomic

status). This stance suggests that ‘no collective action, no

attempt to ameliorate social inequality, no concerted social

change’ is necessary so long as mothers would make the

right choice (Armstrong, 1998). Likewise, international

consensus has stressed the need for prevention efforts to

target broad social, familial and cultural contexts that

impact drinking behaviours (Jonsson et al., 2014).

Case 2: Diagnostic practices

Canadian guidelines developed in 2005 were a leap for-

ward in setting appropriate parameters for the standard

diagnosis of FASD throughout a country (Chudley

et al., 2005). However, Price and Miskelly (2015) raise

important concerns that a diagnosis of FASD hinges

around identifying a cause for a child’s difficulties.

Despite the fact that, they suggest, ascribing causation

is subject to a number of logical fallacies the result is

documented blame on mothers for their child’s difficul-

ties. This raises important questions about whether

ascribing a diagnosis itself further stigmatizes biological

mothers, and in turn affects the experiences of affected

individuals, and biological and non-biological families.

In an Australian survey of paediatricians, 69.6 per cent

of respondents agreed that the diagnosis of FAS may

lead to a child or their family being stigmatized.

Twelve percent of paediatricians had been convinced

of a diagnosis of FAS in a patient but had not recorded

it (Elliot et al., 2006). One of the most important, but

poorly documented, downstream effects around the

stigma concurrent with a diagnosis of FAS or FASD is

the fact that it results in a diagnostic bias. For example,

the overrepresentation of FASD diagnoses in Native

Alaskan and Canadian Aboriginal communities has

been interpreted as stemming from a bias towards diag-

nosing native children more readily than non-native

children with FASD (where non-native children may

be diagnosed with a different neurobehavioral condition

such as ADHD) (Ryan and Ferguson, 2006; Dej, 2011).

In fact, Oldani (2009) describes witnessing different

clinical discourses applied to Aboriginal and non-

Aboriginal children with ADHD-like symptoms seen

in some Canadian clinics. He reports that it was more

likely that clinical discussions around Aboriginal chil-

dren focused on FASD. Diagnostic biases may also be

affected by a child’s placement in the social care system.

For instance, clinicians may more readily confirm a

diagnosis of FASD for children placed in the foster

care system. These forms of diagnostic bias are import-

ant to understand as they may lead to further margin-

alization and stigmatization of already disadvantaged

groups. Moreover, the focus of the diagnosis being on

maternal drinking behaviour also obscures other poten-

tial reasons that prevalence differences might exist be-

tween groups (e.g., poor prenatal care, social or

population health or genetic factors) (Meurk et al.,

2014).

Recommendations

The model of stigma in FASD and the existence of pos-

sible stigma associated with different stakeholders

(Figure 1 and Table 1) lead to the conclusion that

stigma associated with awareness campaigns as well as

diagnostic practices first needs to be better identified

and characterized. The absence of conscious and explicit

effort to document unintended stigmatizing outcomes

of FASD-related public health interventions is unaccept-

able but there are hints in the concerns of stakeholders

that could indicate the right way forward. For instance,

while little empirical evidence about the broad effects of

public campaigns for the prevention of FASD are avail-

able, in a study of key Canadian FASD awareness

campaigns implemented between 2000 and 2004, in-

formants responsible for the campaigns stressed the

need for tailoring messages to specific audiences, show-

ing hope instead of promoting stigma and blame, and

increasing general understanding that partners, friends,

families and communities can play an active role in

preventing FASD (Public Health Agency of Canada

and Burgoyne, 2006). Debates among those responsible

for implementing awareness campaigns emerged

around issues such as using campaign images which
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demonstrated specific ethnicities, the inclusion of mes-

sages for male partners and the ‘relative benefits of

warm, supportive campaigns, versus stronger

approaches’ (Public Health Agency of Canada and

Burgoyne, 2006). France and colleagues (2013) are

also exposing how potentially stigmatizing messages

should be avoided in effective awareness campaigns

about drinking during pregnancy. Their work has

shown that women may drink because they are given

mixed advice about drinking low levels of alcohol, and

would be more receptive or likely to change their beha-

viour if awareness campaigns countered these areas of

confusion or utilized their beliefs to advantage: i.e.,

focus on reducing ambiguities about levels of drinking

and risk, link drinking behaviour to other commonly

accepted behaviour changes during pregnancy (e.g.,

folic acid supplements) (France et al., 2013). Such a

strategy, while pointing to non-effective messages

might also reveal how strategies could increase stigma

(i.e., where there exists confusion about the risk of low

to moderate exposure and messages that focus on ‘one

drink is enough’ could cause anxiety).

The deliberate or inadvertent generation of stigma

through public health interventions needs to be expli-

citly captured in the evaluation of the (scientific, clinical,

and ethical) worthiness of the interventions. Regardless

of the criteria applied (dignity or consequences; or

both), the current knowledge gap must be addressed

to ensure that positive outcomes are viewed in relation-

ship to the possible harms. Strategies to better under-

stand stigma could involve systematic analyses of

content developed for public health campaigns all the

way to patient-reported outcomes measures (e.g., using

qualitative methodologies) which would capture the

global outcomes of health practices. Clearly, given the

complexity of stigma associated to FASD and the variety

of circumstances in which it can occur, attention to the

contextual features of different situations is important.

In light of the potential for diagnostic bias to affect the

experience of already marginalized groups, including

children in foster and adoptive care, we must prioritize

the gathering of richly informed evidence and facilitate

the participation of these groups in sharing their

experiences.

From an ethics standpoint, the refinement of

theoretical analyses of the acceptability of stigma in

public health is also needed. The criteria listed and

described above in cursory fashion make a more basic

point in the context of this paper (focused on the need

to acknowledge the existence of inadvertent stigma)

but fall short of providing a comprehensive and

context-sensitive guiding framework for the ethical ana-

lysis of stigma.

Limitations

Our paper has limitations, including the fact that know-

ledge gaps impact the detail that we can offer in our

descriptive model of stigma. In particular, we faced

the challenge of deciphering where stigma may impact

the experiences of those with FASD, and where the ex-

periences of those with FASD may be partly a reality of

the disorder itself. Importantly, our paper draws atten-

tion to these important gaps and the need for more

qualitative and quantitative research on public attitudes

towards the causes and potential for stigma directed

towards those affected by FASD. We also acknowledge

that further research is needed to produce more detailed

normative analysis and greater specification of the eth-

ical criteria described.

Conclusions

There is a lack of knowledge about the factors that con-

tribute to stigma for FASD individuals and how it im-

pacts their lives in spite of the potential harm of stigma

in this population (e.g., undermining the development

of and access to healthcare services). We proposed a

descriptive model of stigma structured around (i)

personal responsibility and blame towards biological

mothers; (ii) felt and enacted stigma experienced by

children and their families; (iii) anticipated life trajec-

tories for individuals with FASD. To address potential

biases in clinical practices, there is a need to incorporate

training about FASD prevention, diagnosis, interven-

tions and lifespan trajectory in professional education,

including physicians and nurses, mental health and

addictions workers, educators, justice system, social

workers and others to increase knowledge and under-

standing of the complex socio-demographic factors that

surround FASD. Increasing public awareness about

FASD and promoting behavioural change through cam-

paigns directed at reducing drinking during pregnancy

requires stakeholder engagement to develop effective,

yet ethically and culturally sensitive, messaging and

policies.
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