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Introduction

Twenty years old — but aboveall, twenty years young. Justlike a human life: built up, explored, leamed,
achieved, and now ready to do even more. Thank you for the invitation to contribute to this
anniversary publication.

My name is Jan de Vries. | ama child and adolescent healthcare psychologist and an orthopedagogue-
generalistatZO! Zorgoplossingen, a practice that has grown alongside the development of knowledge
and expertise on FASD in the Netherlands.

| vividly remember my first meeting in 2002 with the founders of the FAS Foundation, Martha and
Diane, at the Oranje Hotel in Leeuwarden. At the time, | was working in residential youth care and
therapeuticfoster care. | encountered many children with developmental delays who, in other areas
and at othermoments, appeared precocious. They learned things quickly — and then suddenly could
not. Many of them had already experienced agreat dealin theirlives, and we assumed this explained
their difficulties. Yet something never quite added up.

Intheir case files, | repeatedly read that substances —often alcohol—had been used during pregnancy.
It seemed more than coincidence that this pattern kept appearing among these children.

During my involvement with the FAS Foundation, this constellation of observationswas given aname:
FASD. | began to study FASD in greater depth. This process involved trial and error: initiating
interventions that did not (fully) succeed, diagnoses that were often recognized fartoo late. Butit also
involved working together with children, young people, and their parents to puzzle out what actually
helped. Learning from one another — especially because no two people with FASD are the same.
Everyone has their own talents, challenges, and developmental trajectory.

Drawing on this experiential knowledge, conversations with children and young people with FASD,
discussions with caregivers about what did and did not help, study of the literature, exchange with
dedicated professionals nationally and internationally, and attendance at conferences, the FASD
Support Model was developed. Itisa modelin which experiential knowledge has been distilled into a
transferable working framework. Not as a final product, but as a model intended for ongoing
development.

The Structure of the FASD Support Model

The FASD Support Model categorizes the behavior of people with FASD into two primary categories,
each requiring a different response. In addition, there is a third category: the support system.

The first category consists of behaviorthat is a direct consequence of damage to the central nervous
system, resulting in a brain that functions differently. People with FASD often have multiple
“functional ages.” Their skills vary not only across domains, but also over time. This is frequently
interpreted as a motivation problem or an attitude problem —forexample: “You used to be able to do
this, so now you’re just being lazy.”
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Inreality, these fluctuations are often adirect result of central nervous system damage and itsimpact
on brain functioning. Abilities that were previously present may temporarily disappear at another
point in time.

The second category includes problems caused by the direct consequences of these brain differences:
difficulties in daily life, effects on emotions, behavior, and self-perception. When things repeatedly do
not succeed, this can lead to a negative self-image and avoidance of trying new things. At later ages,
this may increase the risk of problems related to employment, income, housing, and independent
living. These are the secondary risks.

The third category is the support system: the environment of the person with FASD — family,
relationships, school, work, clubs, and community. This is where impairments become visible,
although they may be less apparent in some situations and much more so in others. For example, a
child with FASD may function well within the structured environment of school, while experiencing a
meltdown at home due to the enormous effort required to maintain that level of functioning during
the school day.

Within the FASD Support Model, each category calls for a specific type of response.

Appropriate Responses Within the Model
Primary effects require assistance

People with FASD have capacities and continue to develop, but they also experience limitations over
time. As caregivers, teachers, and professionals, we ofteninstinctively stimulate and train individuals
to improve behavior and development.

However, FASD is a disability, and a disability requires assistance rather than training. This is the
brain-based aspect of the model, and it requires knowledge of and experience with FASD. Limitations
that have emerged or will emerge require assistance to enable successfulfunctioning. Attempting to
train something that cannot be trained leads to frustration — for the person with FASD and for their
environment. It increases secondary problems and represents a waste of energy.

Secondary effects require coaching

Secondary problems can be reduced through coaching and treatment, for example through
psychoeducation and jointly practicing achievable skills. Determining when assistance is needed and
when coaching is appropriate requires specific knowledge of and experience with FASD.

Each person with FASD is unique, just as every person without FASD is unique. This necessitates a
personalized approach.

The support system requires support

“It takes a village to raise a child.” In the context of FASD, this is even more true. The environment
itself needs support in order to continue supporting the person with FASD. This includes providing
information about FASD to schools, friends, and family members; strengthening and coordinating
networks; and working together with caregivers to determine what is possible, when support is
needed, and in what form.
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This, too, is a brain-based aspect of the modeland requires knowledge of and experience with FASD.
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Broader Considerations and Future Perspective

A person with FASD, like anyone else, may also have other difficulties. Behaviorresulting from central
nervous system damage can resemble behaviorassociated with other disorders. Effective treatment
therefore requires specific knowledge of and experience with FASD, as both interventions and
outcomes may differ. FASD is lifelong and always present.

The FASD Support Model is not a closed system with ready-made answers. It is a framework for
understanding behavior and exploring what is needed. It serves as a guide for people with FASD to
gain insight into how differencesin brain functioning influence their behaviorand development, and
as a guide for their environment to reflect on how best to respond.

Looking toward the future, my hope is for a FASD-free generation — by informing today’s young
people, the parents of the future, about the risks of alcohol and substance use during (the desire for)
pregnancy.

At the same time, no one has complete control over their life. Let us therefore avoid judgment, and
instead provide appropriate knowledge and care. Where FASD is present, it must be recognized, so
that people with FASD and their environments can be optimally supported in leading full and
meaningful lives.

Note:
Where possible, we preferto use the term “brain difference”, as it is less stigmatizing. To emphasize
impact, the term “disability” is also used when appropriate
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