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Individuals with fetal alcohol spectrum disorders (FASD) often con-
tend with daily life challenges. For many years, these have been 
called “secondary disabilities.” Ranging widely, these are described 
as school disruption, legal problems, independent living needs, men-
tal health difficulties, and more. Starting in the mid- 1990s, in multi-
ple countries, clinic- based and national register studies documented 
elevated rates of problems in adaptive behavior and secondary dis-
abilities occurring for individuals with FASD (e.g., Streissguth et al., 
1996; Streissguth et al., 2004; Spohr et al., 2007; Temple et al., 2011; 
Rangmar et al., 2015). Accumulating data revealed these challenges 
as ongoing, functionally impairing, and especially troubling as indi-
viduals with FASD advanced into adolescence and adulthood.

E ARLIER DATA ON SECONDARY 
DISABILITIES IN FA SD

Discussion of secondary disabilities in FASD often references the 
ground- breaking clinic- based work of Streissguth et al., (1996, 
2004). This USA- based natural history research focused on a gradu-
ally accrued sample of 415 individuals with diagnoses on the fetal 
alcohol spectrum, ranging from 6 to 51 years of age. Of these, 253 
were adolescent (12 years of age) or older. Findings revealed strik-
ingly high rates of secondary disabilities, assessed over the lifetime 
until time of data collection. This study included a detailed analysis 
of the associations of various secondary disability outcomes with 
demographic and life experience “risk” and “protective” factors (i.e., 
factors that increased or reduced odds of later outcomes). Findings 

had a profound impact on the field, bringing to national and then 
global attention many concerning outcomes for individuals with 
FASD, especially in adolescence and beyond.

Yet this pioneering research study, as expected, had limitations. 
During the years the sample was accrued, diagnostic classification 
systems focused more on fetal alcohol syndrome (FAS) and partial 
FAS. Appropriately, however, this sample included many participants 
representing the full spectrum of individuals impacted by prenatal 
alcohol exposure (PAE), but necessarily labeled with the less well- 
defined term of “fetal alcohol effects” (FAE) available at that time. 
[Eventually, after critique and subsequent evolution of diagnostic 
classification systems, the “FAE” term was replaced with a range of 
more precise diagnostic labels that are still being refined (Aase et al., 
1995; Coles et al., 2016).] Based on retrospective life event inter-
views, this early work had no comparison group, and there was likely 
a detection (or surveillance) bias toward those with more difficulties. 
This is common in clinic- derived samples, but does raise threats to 
validity and issues of generalizability (Drake et al., 2017; Chen et al., 
2018). These must be considered in data interpretation for both ear-
lier and more recent clinic- based studies. Study participants in this 
pioneering research were unable to benefit from systematic FASD- 
informed care, as community awareness, diagnostic methods, and 
models of care were still early in development. Nevertheless, study 
findings gave impetus to prevention and treatment, mobilized advo-
cacy efforts, validated family concerns, and prompted funding for 
services and research. Understanding secondary disabilities among 
those with FASD, or with PAE, became an ongoing research interest 
in the field.
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NE W CLINIC-  BA SED DATA ON SECONDARY 
DISABILITIES IN FA SD

A useful recent update on secondary disabilities was published 
in ACER, entitled “Difficulties in Daily Living Experienced by 
Adolescents, Transition- Aged Youth and Adults with Fetal Alcohol 
Spectrum Disorder” (MacLachlan et al., 2020). This clinic- based 
study improves on earlier methodology. Focusing on a demographi-
cally diverse sample, gathered between 2016 and 2019, cross- 
sectional data from a large group (N = 726) of individuals with PAE, 
aged 12 years to 60 years, were collected. Diagnosis was performed 
via a multidisciplinary team assessment, employing a single stand-
ardized FASD diagnostic system (2016 Canadian FASD Diagnostic 
Guideline), and current (not lifetime) data were gathered about well- 
defined small sets of important potential risk factors and secondary 
disabilities. Information from four Canadian regions was collected 
in a database consistently used throughout much of the country. A 
primary study aim was to ascertain rates of difficulties in daily liv-
ing (using nine categories) across a range of conditions on the fetal 
alcohol spectrum, including subgroups of individuals diagnosed with 
FASD with and without sentinel facial features (SFF), in contrast to 
subgroups of those considered at risk for neurodevelopmental dis-
order and those who did not receive a diagnosis. An additional study 
aim was to explore associations of secondary disabilities with pos-
sible risk factors.

Findings revealed that, overall, the sample of adolescents (61%), 
transition- aged youth (19%), and adults (20%) with PAE displayed 
wide- ranging neurodevelopmental impairment (measured as a sum 
of impaired domains), and half the group had experienced postnatal 
trauma. Regarding secondary disabilities, overall, independent living 
needs emerged as the most prevalent challenge (63%), with signifi-
cantly higher rates among those with FASD (with and without SFF) 
compared with other groups. Other secondary disabilities, overall, 
occurred at lower percentages from 46% down to 3%. Those with 
FASD (with or without SFF) experienced significantly higher lev-
els of difficulties in daily living occurring at the time of assessment 
(measured as a count of endorsed difficulties), compared with other 
groups. Although only current difficulties were assessed, in the full 
sample most individuals (81%) were experiencing at least one diffi-
culty at the time of assessment, many faced ≥ 3 difficulties (40%), 
and some dealt with ≥ 5 current difficulties (15%). A detailed analysis 
of associations between disability categories and risk factors was 
performed. “Risk” factors associated with odds of more negative 
outcomes differed to some extent from those found in the earlier 
USA- based study, as did rates of various disabilities.

The central and concerning message of the 2020 study by 
MacLachlan and colleagues is that secondary disabilities among 
those with FASD (and PAE) remain prevalent and debilitating at these 
older ages— even in countries such as Canada, which makes available 
at least some FASD- informed care at a societal level. Unfortunately, 
the concern signaled by the earlier USA- based research still persists. 
This line of secondary disability research clearly demonstrates that 
individuals with FASD comprise a vulnerable population moving 

through the transition to adulthood. Vulnerability is of real con-
cern because this time in life is a critical juncture in the course of 
psychopathology and mental health (Schulenberg et al., 2004). Yet 
despite known vulnerability, a developmentally appropriate, socially 
inclusive system of support for those with disabilities is often not 
available or sufficient to aid in this vital life transition (Osgood et al., 
2010), including for those with FASD.

IMPAC T OF THE SECONDARY DISABILITIES 
LITER ATURE: A PROMPT FOR AC TION, AN 
UNINTENDED C AUSE OF STIGMA

Across the years, research on secondary disabilities in FASD has 
been a galvanizing force. In multiple countries, data on elevated 
prevalence rates raised concern about high societal costs, inspiring 
advocacy, governmental action, and efforts toward policy change. 
The high prevalence of secondary disabilities has prompted descrip-
tive research aimed toward generating solutions. Examples include 
study of systemic barriers contributing to these adverse outcomes 
(which can prompt solutions that remove these barriers) (Petrenko 
et al., 2014), and a state- of- the- art review of transition planning 
tools for youth with FASD (Coons- Harding et al., 2019). Concern 
about adverse life outcomes increased interest in FASD diagnostic 
methods appropriate for older individuals with PAE, since identifi-
cation of disabilities can mean eligibility for and/or modification of 
adult services.

Secondary disabilities data have also stimulated interest in pro-
vider education and development of standards of care among “key 
champions” in service systems in which these data suggest that in-
dividuals with FASD will present (e.g., legal/judicial systems, juve-
nile and adult corrections, substance use treatment, mental health 
services). An overarching goal to head off secondary disabilities, 
coupled with information on population- specific risk and protective 
factors from this line of research, shaped early design of treatment 
approaches for FASD (e.g., Bertrand, 2009). Further, concern about 
secondary disabilities has inspired basic research on mechanisms by 
which certain adverse outcomes arise among those with PAE, which 
may suggest prevention or treatment methods. For instance, there 
is an intriguing line of animal research on fetal programming due 
to PAE occurring through long- term alterations in hypothalamic– 
pituitary– adrenal (HPA) regulation and responsiveness to stressors. 
Using a diathesis– stress hypothesis, this basic research helps explain 
mechanisms involved in the emergence of internalizing disorders 
(e.g., depression, anxiety), secondary disabilities found at high rates 
among those affected by PAE or with FASD (Hellemans et al., 2010).

Regrettably though, research on secondary disabilities, part 
of the overall historical “deficits” focus in the field of FASD, may 
have come at a cost. Emphasizing adverse outcomes in FASD has 
prompted action, but likely also increased caregiver stress and pro-
moted stigma. Stigma has recently been acknowledged as a signifi-
cant issue in the field of FASD (e.g., Choate & Badry, 2019; Roozen 
et al., 2020). While understandable (and successful) in the effort 
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to reveal the existence and importance of FASD as a condition of 
public interest, the focus on secondary disabilities may have per-
petuated stigma by showcasing negative outcomes. Writing about 
stigma, Choate and Badry (2019) state that when social and health 
policy, and public discourse, originate from the more serious cases, 
the image of individuals impacted by FASD is made to appear cata-
strophic. As a result, the idea that the condition exists on a spectrum 
is lost— and stigmatization continues. These authors also mention 
that negative public discourse “can predominate with little attention 
being paid to possible areas of success.” (p. 36) Stigma about FASD 
has many sequelae, including isolating families, reducing personal 
agency, causing provider unwillingness to learn about or ask about 
PAE, promoting discrimination, and more. There have been growing 
calls for stigma reduction programs and use of dignity- promoting 
language in the field of FASD that does not stigmatize. For instance, 
language guidelines were suggested by the Canada Northwest 
FASD Partnership in 2017 (e.g., https://canfa sd.ca/wp- conte nt/
uploa ds/2018/01/LAEO- Langu age- Guide.pdf, Accessed January 
24, 2020). While the “secondary disabilities” term is well understood 
in the field, less stigmatizing labels have been recommended, such 
as “secondary impacts” or “secondary conditions” (e.g., Petrenko 
et al., 2014). The latter term will be used in the remainder of this 
commentary.

SUGGESTIONS TO E X TEND THE 
“SECONDARY CONDITIONS” LITER ATURE

Extending the body of literature on secondary conditions in FASD 
could better guide targeted prevention and intervention efforts, and 
direct policy change. The work of MacLachlan et al., (2020) has al-
ready updated the field in important ways, but their database could 
be extended to prove even more valuable. Indeed, all FASD databases 
and patient registries could benefit from extending their scope by con-
sidering the suggestions offered here.

Adding assessment of strengths and positive adaptive behaviors 
into the database is a step MacLachlan and her colleagues already 
plan to take, and is an excellent step for other FASD databases. 
Beyond that, another suggestion is adding regularized assessment 
of environmental influences, including protective factors that en-
able success for youth and adults with FASD (to inform intervention 
ideas)— and a range of key quality of life (QOL) and daily activity indi-
cators. Specifically, as Imms et al., (2017) have suggested, databases 
could be expanded to include elements from the WHO International 
Classification of Functioning, Disability and Health for Children and 
Youth (ICF- CY, WHO, 2007). The ICF- CY resource is recommended 
reading for those working to meaningfully extend research on FASD. 
As one example, the ICF- CY notes that participation in a daily life 
activity (such as a work- related training or support group) has two 
essential components: attendance (just being there) vs. involvement 
(the experience of participating when attending). Involvement is the 
real aim, since it is active and positive participation that may en-
hance QOL. Assessing degree and type of involvement, in addition 

to simple attendance, may be key to creating interventions that truly 
matter to enhancing long- term health and well- being of individuals 
with FASD.

There are further suggestions. If set up as a patient registry, 
the Canadian database (and other FASD databases) could become 
platforms from which to select patients for focal longitudinal re-
search projects— and for vital studies that assess the lived experi-
ences of individuals with FASD and their families. Data on real- life 
perspectives could help to improve assessment and diagnosis. Such 
research could assess the benefits (and downsides) of diagnosis 
from the actual viewpoints of the individuals and families involved. 
Understanding the pros and cons of diagnosis might help providers 
from many disciplines become more interested in FASD diagnosis— 
and increase referrals, if data reveal (as expected) that the benefits 
of diagnosis outweigh the risks. Real- life perspectives could also 
help in formulating strengths- based approaches to better inform di-
agnosis, as suggested by Choate and Badry (2019)— as well as guide 
how treatment and advocacy for services should proceed.

FASD is a global health problem. Therefore, it occurs in societ-
ies that offer different levels and types of social services. Cross- 
sectional data on outcomes of persons with FASD and associated 
factors from large clinical databases or national register- based stud-
ies, carried out in multiple countries, each using a consistent FASD 
diagnostic system (at least within the study), remain much needed. 
In general, though, comparisons of clinic- based data should be made 
to general population data or appropriate matched contrast groups, 
to help contextualize these data (including secondary conditions) 
relative to other vulnerable populations or to the larger community. 
Adverse and resilient outcomes, and associated risk and protective 
influences, need to be carefully described across different develop-
mental phases and varying societal support systems, to shape pre-
vention and treatment for different settings.

To further extend the secondary conditions literature, natural 
history and testing information should be gathered from larger sam-
ples of older adults with FASD, including health data, into at least 
middle adulthood. This is because there are compelling recent data 
to suggest important adverse health outcomes may occur as individ-
uals with FASD grow older, including concerning cardiac and met-
abolic problems, which merit serious public health attention (e.g., 
Akison et al., 2019; Cook et al., 2019; Himmelreich et al., 2020). One 
new research project with this aim is now underway (https://cifasd.
org/research/#Coles, Accessed November 8, 2020).

In addition, as MacLachlan et al., (2020) state, longitudinal data 
are vital to follow up on key points identified by cross- sectional clinic- 
based data. Longitudinal data allows understanding of life trajectories 
(and developmental influences) leading to both adverse and resilient 
outcomes. Some intriguing prospective longitudinal data, following 
individuals with PAE through young adulthood, already exist. For in-
stance, Lynch and colleagues (e.g., 2015) have followed a prospective 
sample of individuals with PAE from high- risk backgrounds, whose 
mothers were recruited during pregnancy, through young adulthood. 
Findings have profiled adaptive function and secondary conditions, 
and important correlates (such as gender, physical effects, cognitive 
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effects) among those with PAE in young adulthood— compared with 
both a socioeconomic control group (also recruited during pregnancy) 
and a disability contrast group (recruited during adolescence). Because 
matched group comparisons have been made, results set findings for 
those with PAE in better context than do clinic- based studies. For in-
stance, it is interesting (and perhaps surprising) that the early adult ex-
periences of those with PAE were similar in many ways to that of other 
young adults requiring special education during high school. In the fu-
ture, longitudinal research should be extended to additional samples, 
including those at lower environmental risk. As suggested by Skorka 
et al., (2020), future directions for longitudinal research could include 
study of lived experiences (perspectives, daily activities, and specific 
life challenges), and environmental influences that act as pivotal risk or 
protective factors over time.

A SHIF T IN PERSPEC TIVE TO A FOCUS ON 
STRENGTHS AND QUALIT Y OF LIFE IN 
FA SD

A recent systematic review of interventions found that the needs 
of individuals with FASD (and PAE) become more complex in later 
adolescence, emerging adulthood, and adulthood. This review noted 
that existing interventions for older individuals were designed 
with a more responsive approach to mitigate risk and reduce harm 
(Flannigan et al., 2020). Yet in the larger field of intellectual and 
developmental disabilities (IDD), over the past four decades, there 
has been a movement away from this type of “deficits approach,” 
to a focus on self- advocacy and the application of strengths- based 
approaches to supporting individuals with IDD over the lifespan 
(Wehmeyer, 2020). In part, this strengths- based focus emerged 
when the QOL construct was applied to sensitize those in the field 
to a new way of thinking about the population of those with devel-
opmental disabilities. Briefly put, the QOL conceptual model used to 
drive service delivery for persons with IDD consists of eight domains: 
(1) rights; (2) self- determination; (3) social inclusion; (4) interpersonal 
relationships; (5) personal development; (6) emotional well- being; 
(7) material well- being; and (8) physical well- being. A discussion of 
measurable indicators of QOL, aligned with the rights of persons 
with disabilities, is available and could be used to guide multiple 
intervention ideas, especially for older individuals with FASD, and 
their families and service systems (Gómez et al., 2020). This could 
be a useful resource, as strengths- based interventions have increas-
ingly been called for in the field of FASD (e.g., Flannigan et al., 2020).

A shift in perspective from designing treatment to reduce sec-
ondary conditions toward creating interventions to improve QOL 
and adaptive function may be a catalyst to help providers under-
stand why FASD diagnosis is needed—  and a stimulus for meaningful 
intervention ideas. To realize this shift in perspective in a practical 
way, research is needed assessing daily function among older indi-
viduals with FASD, with a focus on how performance of community- 
based activities is impacted, how barriers could be removed to 
optimize environments, and how therapy and other services can 

be adapted to best support those with FASD in improved func-
tion across the full range of settings they encounter. Skorka et al., 
(2020) make this point and provide guidance on what information is 
needed. This research team carried out a critical review of existing 
data on the impact of FASD (and PAE) on child function (ages 5 to 
18 years) during daily activities in different environmental contexts. 
While this review was aimed at younger ages, they noted major gaps 
in assessment of strengths and of the lived experiences of individ-
uals with FASD for all ages. These authors further noted that for 
older age groups, a wider range of environments should be assessed, 
beyond home and school, such as health facilities, courts, employ-
ment settings, and more. Skorka et al. comment that context- based 
approaches, which focus on how to improve and adapt the environ-
ment, are promising for intervention in the field of FASD. Context- 
based approaches have long been advocated as clinical wisdom, 
used in some interventions for younger children with FASD and their 
families (e.g., Bertrand, 2009), and are promising as interventions for 
older individuals with FASD.

The ultimate aim of this shift in perspective in research and prac-
tice is to take action to make a positive difference in the actual daily 
lives of those with FASD. To bring this to life, a practical example is 
offered here. The QOL construct of self- determination suggests that 
researchers learn from the lived experiences and self- advocacy of 
persons with FASD, and those who care for them, asking what out-
comes they regard as important. This is done with the view that (to 
the extent possible) individuals with FASD should be causal agents 
in their own lives. With this in mind, there is an interesting recent 
example of research spearheaded by young adults with FASD. This 
study was prompted by self- advocacy (and reflects the QOL do-
mains of self- determination and physical well- being). Motivated by 
informal peer discussion, a group of young adults with FASD gath-
ered health survey data from a group of 541 respondents with FASD 
(or PAE), aged 16 to 60 years, with an average age of 27.5 years. 
Findings documented remarkably concerning, high rates of neg-
ative health- related outcomes (Himmelreich et al., 2020). Sparked 
by these and other recent adverse health data characterizing those 
with PAE, an idea emerged for a proposed mobile health (mHealth) 
intervention to build an app that adults with FASD could use for 
health self- management. In carrying out this project, a group of self- 
advocates in the field of FASD will act in an advisory capacity. As 
this group, called the “FASD Changemakers,” state as their motto: 
“Nothing about us, without us.” In keeping with this, the app will be 
developed, in part, through participatory research with involvement 
by the users themselves (Petrenko, 2020). Indeed, approaches such 
as participatory research and mixed methods research are likely to 
be increasingly important in defining QOL for FASD in a truly mean-
ingful way.

CONCLUSIONS

The recent work of MacLachlan and colleagues brings renewed con-
cern about high rates of secondary conditions among those with 
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FASD. Recent trends in the field of FASD, like those in the larger 
field of developmental disabilities, suggest a shift in perspective in 
responding to this concern that applies to the work of MacLachlan 
et al.— and to the overall FASD literature. Suggested here is a move 
away from a “deficits” focus to learning from self- advocates and 
lived experience data, and adding a focus on strengths and improved 
QOL. This may, in part, address the pervasive stigma that has im-
peded progress in the field of FASD (Choate & Badry, 2019). As 
MacLachlan and her colleagues state, “adopting a strengths- based 
approach and involving individuals with FASD and their circles of 
care, across a wide range of communities, cultures and settings as 
stakeholders in future research, are also critical.” (p. 1622) This shift 
in perspective, defined here with many specific ideas, leads research 
in new directions and may yield even more effective and meaningful 
assessment, diagnosis, and interventions. The central point is that 
this shift in perspective supports the overarching goal in the field 
to provide equitable care that respects the rights of persons with 
FASD.
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