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maintenance (see Figure 1.1, below). The IOM model defines three
types of prevention: universal, selective, and indicated.

* Universal prevention “[a]ddresses [the] general public or [a]
segment of [the] entire population with average probability, risk
or condition of developing [a] disorder” (Springer & Phillips,
2007). Universal prevention can take a variety of forms,
including media campaigns, large-scale health initiatives
(e.g., immunization), point-of purchase signage, and warning
labels on products.

* Selective prevention is designed for a “[s]pecific sub-population
with risk significantly above average, either imminently or over
[his or her] lifetime” (Springer & Phillips, 2007), and can
include “screening women for alcohol use, training healthcare
professionals, working with family members of pregnant
women who abuse alcohol, developing biomarkers, brief inter-
ventions, and referrals” (Grant, 2011).

* Indicated prevention “[a]ddresses identified individuals with
minimal but detectable signs or symptoms suggesting a
disorder” (Springer & Phillips, 2007), such as pregnant women

who drink heavily, or women who have already given birth to a
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Figure 1.1: The IOM Continuum of Care Model

Source: Springer & Phillips, 2006; 2007.

child with FASD and continue to drink.
Indicated prevention can include some of
the same methods applied in selective
prevention, but applied more intensively
based on the severity of the alcohol-
related problem.

For the purposes of the AEP prevention dis-
cussion in this chapter, women of childbearing
age (i.e., females age 10-49) in your treatment
setting should receive AEP prevention based
on the following:

* Universal prevention: A woman who is
not pregnant, and either reports no
alcohol use or does not screen positive for
at-risk alcohol use;

* Selective prevention: A woman of
childbearing age who reports alcohol use
but has only one of the two indicators for
an indicated intervention; she is either
pregnant but does not screen positive for
at-risk alcohol use, or she screens positive
for at-risk alcohol use but is not
pregnant; or

TREATMENT

* Indicated prevention: A woman of
childbearing age who screens positive for
at-risk alcohol use and is pregnant.

This chapter will first discuss screening, then
appropriate brief interventions for AEP pre-
vention in each of the three categories, before
discussing treatment issues and referral. In
each category, screening is a vital starting
point before moving on to appropriate preven-
tion, treatment, or referral.

Professional Responsibility to
Screen

As the box “Risk Factors for an AEP” (next
page) makes clear, a variety of factors can
impact a woman’s consumption of alcohol dur-
ing pregnancy. These and other factors make
it critical to inquire about alcohol use among
all women of childbearing age in behavioral
health settings for alcohol consumption:

* There is 70 known safe level of alcohol
consumption during pregnancy, and
even low levels of prenatal alcohol expo-
sure have been shown to negatively
impact a fetus (Chang, 2001).
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Screening facilitates the implementation
of appropriate interventions, at the

earliest possible point (Leonardson,
Loudenburg, & Struck, 2007).

Prevented AEP can result in significant
cost savings through prevented cases of
FASD and reduced use of the health and
social services systems (Abel & Sokol,
1991; Astley et al., 2000a; Lupton et al.,
2004; Astley, 2004a).

Screening is an ethical obligation, one
that should be conducted equally of men
and women regardless of race and
economic status, and which should be
performed with women using instruments
that are designed for women (Committee
on Ethics of the American College of
Obstetricians and Gynecologists
[ACOG], 2008). Additionally, in an
FASD prevention study assessing the
teasibility of identifying high-risk women
through the FASD diagnostic evaluation
of their children, Astley and colleagues
(2000a) concluded that these women

are not only at high risk for producing
more children damaged by alcohol

Risk Factors for an AEP

Substance Abuse/Mental Health Factors

exposure, but they themselves often face
serious adverse social, mental, and
physical health issues, as well. Thus, one
could argue that it would be unethical to
ignore their existence and ignore
opportunities to provide them with
advocacy support and primary prevention
intervention.

Awareness does create change: Statistics
from SAMHSA’s NSDUH (May 21,
2009) suggest that drinking rates among
women drop considerably during
pregnancy, particularly in the second and
third trimesters when there is a much
higher awareness of pregnancy status.

In addition, screening:

Gives the client permission to talk about
drinking;
Helps to identify and or clarify

co-occurring issues;

Minimizes surprises in the treatment
process; and

Can mean more effective treatment.

* History of alcohol consumption (NIAAA, 2000; Bobo, Klepinger, & Dong, 2007)
® Family background of alcohol use (Stratton et al., 1996; Leonardson et al., 2007)

e History of inpatient treatment for drugs or alcohol and/or history of inpatient mental health
treatment (Project CHOICES Research Group, 2002)

Personal/Sexual/Family Factors

® Previous birth to a child with an FASD (Kvigne et al., 2003; Leonardson et al., 2007)
Lack of contraception use/unplanned pregnancy (Astley et al., 2000b)

Physical/emotional/sexual abuse (Astley et al., 2000b)

Partner substance use/abuse (Stratton et al., 1996; Leonardson et al., 2007)
Multiple sex partners (Project CHOICES Research Group, 2002)

Smoking (CDC, 2002; Leonardson et al., 2007)

Never having been tested for HIV (Anderson, Ebrahim, Floyd, & Atrash, 2006)
Lack of education, income, and/or access to care (Astley et al., 2000a)



Drinking Rates Among Pregnant Women

According to SAMHSA's 2010 NSDUH, “Among pregnant women aged 15 to 44, an estimated
10.8 percent reported current alcohol use, 3.7 percent reported binge drinking, and 1.0 percent
reported heavy drinking. These rates were significantly lower than the rates for non-pregnant
women in the same age group (54.7, 24.6, and 5.4 percent, respectively). Binge drinking during
the first trimester of pregnancy was reported by 10.1 percent of pregnant women aged 15 to 44"
(Office of Applied Studies [OAS], 2011). All of these estimates are based on data averaged over
2009 and 2010. (Binge drinking for women has been defined by NIAAA as four or more drinks on

one occasion [2004]).

In telephone interviews with 4,088 randomly selected control mothers from the CDC's National
Birth Defects Prevention Study who delivered live born infants without birth defects during
1997-2002, Ethen and colleagues (2009) found even higher numbers: 30.3 percent of respondents
reported alcohol use during pregnancy, with 8.3 percent reporting binge drinking during
pregnancy (approximately 97 percent of those indicating binge drinking stating that it was during

the first trimester).

In addition, one study of stool and hair samples of neonates who had been prenatally exposed
to heavy ethanol use suggested that these children were also 3.3 times more likely to have been
exposed to amphetamines and twice as likely to have been exposed to opiates, both of which
can also impair long-term child development (Shor, Nulman, Kulaga, & Koren, 2010). Another
recent study found that, among 1,400 patients with prenatal alcohol exposure attending an FASD
diagnostic clinic in Washington state, 62 percent were prenatally exposed to tobacco, 37 percent
were prenatally exposed to marijuana, and 38 percent were prenatally exposed to crack cocaine

(Astley, 2010).

Statistics from SAMHSA's TEDS and from SAMHSA's NSDUH indicate a potentially greater need to
address the FASD issue specifically in substance abuse treatment settings: More than 22 percent
of pregnant women admitted into treatment from 1992 to 2006 indicated alcohol as their primary

substance of abuse (OAS, 2006).

Lastly, 49 percent of all pregnancies in the United States are unintended (Finer & Henshaw, 2006).
As a result, many women will consume alcohol without knowing that they are pregnant.

Procedures for Screening

Behavioral health settings are busy, and screen-
ing procedures must be efficient. Figure 1.2,
Screening Decision Tree for AEP Prevention,
provides a procedure for an opening question
about alcohol use, moving on to screening (if
necessary), suggested instruments for screen-
ing, and next steps. The goal of screening is to
determine, as quickly and as accurately as pos-
sible, whether a client is at risk and therefore
brief intervention and treatment or referral is
warranted.

The screening instruments recommended in
Figure 1.2 are not the only options available

for determining client alcohol use, but are vali-
dated as indicated in the decision tree (Sokol
& Clarren, 1989; Russell, 1994; Chang, 2001).
Nonetheless, if your agency does not use

these instruments or does not have a ‘perfect’
alternative, it is better to screen with what is
available to your program than to not screen
women of childbearing age at all.

Part 3 of this TIP the online Literature Review,
includes further discussion of these and other alco-
hol screening instruments for use with women.

Screening should be done with sensitivity
to the client’s level of health literacy, or, “the
degree to which people have the capacity to
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Figure 1.2: A Screening Decision Tree for AEP Prevention

AEP prevention can be simple and brief. The TIP consensus panel developed the following
Screening Decision Tree for AEP Prevention to help behavioral health providers quickly touch upon
the topic of alcohol use with all women of childbearing age, and then provide brief but effective

prevention or intervention.

Have you had any
alcohol in the past

year?
[ |
Yes No
Universal
Are you pregnant? prevention message
(see below)
| |
Yes No
T-ACE or TWEAK
or CRAFFT AUDIT-C*
Interview*
[ |
Positive: Indicated Negative: Selective Positive: Selective Negative: Universal
intervention and intervention and intervention and prevention
treatment or treatment or treatment or message
referral (see below) referral (see below) referral (see below) (see below)

* The T-ACE and TWEAK are validated for use with pregnant women. The CRAFFT Interview may be more helpful when
assisting adolescent clients. The AUDIT-C is validated for use with non-pregnant women. All of these instruments are reprint-

ed in Appendix B of this TIP.



obtain, process, and understand basic health
information and services needed to make
appropriate health decisions” (Parker, Ratzan,
& Lurie, 2003; Liechty, 2011). More than a
third of adults in the United States do not
have adequate health literacy (Kutner, 2006;
Liechty, 2011), so the prevention message may
need to be simplified and reinforced by asking
the client on several occasions and in a variety
of ways. This means that your agency will
likely need to screen at several different points
in time.

In addition, talking about alcohol use or seek-
ing help for an alcohol-related problem can
be potentially embarrassing or difficult for the
client (NIAAA, 2005). Counselors should be
conscious of this risk, and be respectful when
raising the issue of alcohol use. Additional
sources of information that can help to iden-
tify alcohol use include collateral reports from

family and friends of the client, and client
medical/court records.

Vignette #2 in Part 1, Chapter 3 incorporates
discussion of drink size and the use of a visual aid
with a client.

Selecting an Appropriate
Prevention Approach

Based on the results of your client screening,
the next step is to decide on an appropriate
brief approach: Universal prevention mes-
sage or selective or indicated brief interven-
tion. Brief interventions are associated with
sustained reduction in alcohol consumption
by women of childbearing age, and those dis-
cussed have shown promise for being adapt-
able to various settings and needs (Fleming,
Barry, Manwell, Johnson, & London, 1997,
Manwell, Fleming, Mundt, Stauffacher, &
Barry, 2000; Burke, Arkowitz, & Menchola,

(What Is a Standard Drink?

vary in their actual alcohol content.

All clients being screened for alcohol consumption should be given a clear indication of what
constitutes a ‘standard drink.” A standard drink in the United States is any drink that contains
about 14 grams of pure alcohol (about 0.6 fluid ounces or 1.2 tablespoons). Below are U.S.
standard drink equivalents. These are approximate, since different brands and types of beverages

N

Source: Helping Patients Who Drink Too Much: A Clinicians Guide (Updated 2005 Edition), NIAAA, p. 24. NIH Publication

No. 07-3769.

12 oz. of 8-9 oz. of 5 oz. of 3—4 oz. of | 2-3 oz. of 1.5 oz. of 1.5 oz. of
beer or malt liquor | table wine [fortified wine| cordial, brandy spirits
cooler asiiz.zzz. s;:;:l:}:t (such as liqllelll', or | (asingle jigger) | (a single jigger

if full, would hold Sy GIF ) aperitif of 80-proof
abour 1.5 standard 3.5 oz. shown 25 ez dhewm gin, vodka,

~5% alcohol

12 oz.

drinks of malt liquor

~7% alcohol

8.5 oz.

~12% alcohol

5 oz.

~17% alcohol

3.5 oz.

~24% alcohol

2.5 oz.

~40% alcohol

1.5 oz.

whiskey, etc.)
Shown straight and
in a highball glass

with ice to show

the level before

~40% alcohol

1.5 oz.




Chapter 1: Prevention of Alcohol-Exposed Pregnancies Among Women of Childbearing Age

2003; Project CHOICES Intervention
Research Group, 2003; Chang et al., 2005;
Grant, Ernst, Streissguth, & Stark, 2005;
O’Connor & Whaley, 2007).

When using these prevention approaches,
counselors should remember that no interven-
tion constitutes full treatment of a woman’s
alcohol use. Each is designed simply to
encourage a dialogue about alcohol and begin
a process of change. Each should be the basis
for ongoing evaluation and an informed
approach to treatment or referral. For

programs that do not have existing approaches
to substance abuse treatment, procedures for
appropriate referral are discussed after the
brief interventions.

Universal Prevention

As indicated in Figure 1.2, Screening Decision
Tree for AEP Prevention, a woman who is not
pregnant, and either reports no alcohol use

or does not screen positive for at-risk alcohol
use, can receive a simple universal preven-
tion message. Consider the following scripted
messages.

Universal AEP Prevention Statement and Possible Follow-Up Questions

“It's great that you’re choosing not to drink alcohol. | know you aren‘t currently pregnant or
planning to become pregnant, but you are in the primary childbearing years right now. If you
change your mind about pregnancy or discover in the future that you are pregnant, or you do
begin to drink, please keep in mind that research has shown a link between drinking during
pregnancy and the baby having an FASD. A child with an FASD can have physical and behavior
problems, as well as cognitive problems (or, problems with the brain). These effects are caused by
the alcohol, and they don’t go away, although they can be treated. There is no known safe amount
of alcohol to consume during pregnancy, and any type of alcohol can cause FASD.

Can | give you a brochure [or Web address, such as www.fasdcenter.samhsa.gov] to take with
you? This will explain more about FASD and how to have a healthy baby. Even if you aren’t
planning to become pregnant, you could share it with a friend or family member who is.”

*kkkk

If asked:
pregnancy?

Answer:

Why is there no known safe amount of alcohol that a woman can have during

The amount of alcohol required to damage an unborn baby differs based on the

individual. Things like how much alcohol a woman drinks, how often she drinks during
pregnancy, and which trimesters she drinks in all play a part. It also depends on
genetics, whether the woman smokes or uses other drugs, her general health and
nutrition, her age, and her levels of stress or trauma. That's why the Surgeon General
recommends that pregnant women not drink any alcohol at all.

If asked:

Answer:

What kinds of alcohol should | avoid?

All alcohol can harm a baby while you're pregnant, not just beer, wine, and hard liquor.

Wine coolers and ‘alco-pops’ also count. Anything with alcohol. Even some over-the-
counter medications have a lot of alcohol in them; if you're pregnant or thinking of
becoming pregnant, you should be careful about those, too.

If asked:

Answer:

Where can | find more information about FASD?

In addition to the SAMHSA FASD Center for Excellence (www.fasdcenter.samhsa.gov),

the CDC (http://www.cdc.gov/ncbddd/fasd/index.html) provides extensive

information about FASD.


www.fasdcenter.samhsa.gov

Whether asked for more information or not,
the universal AEP prevention message should
be accompanied by appropriate awareness
materials, either in print or via a Web address.
The SAMHSA FASD Center for Excellence
provides a series of consumer fact sheets called
What You Need to Know that provides helpful
information about how to have a healthy baby.
Appendix C, Public and Professional Resources
on FASD, has links to additional information
resources.

At the same time, counselors should keep in
mind with universal AEP prevention that, in
some situations, women may deny using alco-
hol, but a combination of signs and symptoms
suggest otherwise. In such cases, it may be
prudent to re-screen frequently (Taylor, Bailey,
Peters, & Stein, 2009).

Selective Prevention

The following section discusses two brief
interventions for AEP prevention that are
appropriate with women of childbearing age
who report alcohol use but have only one of

FLO (Feedback, Listen, Options)

1. Provide Feedback about screening
results. If possible, confirm the results
with additional screening and provide
information about recommended
drinking limits. (For women who are—
or are planning to become—
pregnant, the ideal goal is abstinence.)

2. Ask clients for their views about
their own drinking and Listen carefully
to encourage their thinking and
decision-making process.

3. Provide medical advice, and negotiate
a decision about Options clients can
pursue, including establishing a goal
and developing an action plan.

Source: Higgins-Biddle, J., Hungerford, D., & Cates-
Wessel, K. (2009). Screening and brief interventions (SBI)
for unhealthy alcohol use: A step-by-step implementation
guide for trauma centers. Atlanta: Centers for Disease
Control and Prevention, National Center for Injury
Prevention and Control. [Parenthetical in #1 added.]

the two indicators for an indicated interven-
tion; they are either pregnant but do not
screen positive for at-risk alcohol use, or they
screen positive for at-risk alcohol use but are
not pregnant. These are organized in terms of
the time required to perform the intervention
effectively. As with universal prevention, each
of these approaches should be accompanied
by appropriate FASD information material,
such as the What You Need to Know fact sheets,
either in hard copy or through a Web link.

The first selective intervention, called ‘FLO’
for short, is a simple, three-step approach
(see box below). An example of using the

FLO approach with a client is illustrated in
Vignette #1 in Part 1, Chapter 3 of this TIP.

The second selective intervention, FRAMES,
is a more established and slightly more
detailed method for motivating a client toward
change, and has demonstrated positive results
in brief intervention situations (Miller &
Sanchez, 1994; Miller & Rollnick, 2002). See
the box on the following page.

Each of these brief interventions discusses
‘action plans’ or strategies for changing alco-
hol-related behaviors. For counselors who are
not already well-versed in substance use-relat-
ed change strategies, NIAAA has provided a
brief guide to simple change strategies in the
publication Helping Patients Who Drink Too
Much (2007). Basic strategies to discuss with
the client can include:

* What specific steps the client will take
(e.g., not go to a bar after work, measure
all drinks at home, alternate alcoholic and
non-alcoholic beverages);

* How drinking will be tracked (diary,
kitchen calendar);

* How the patient will manage high-risk
situations; and
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FRAMES

F |Feedback

during pregnancy creates risk).

Compare the patient’s level of drinking with drinking patterns that are not risky. She may
not be aware that what she considers normal is actually risky (or that any consumption

R [Responsibility

Stress that it is her responsibility to make a change.

A | Advice

Give direct advice (not insistence) to change her drinking behavior.

M | Menu

Identify risky drinking situations and offer options for coping.

E |Empathy

Use a style of interaction that is understanding, non-judgmental, and involved.

S | Self-efficacy

change.

Elicit and reinforce self-motivating statements such as, “l am confident that | can stop
drinking.” Encourage the patient to develop strategies, implement them, and commit to

Source: Miller, W. R., & Rollnick, S. (2002). Motivational interviewing: Preparing people for change. (2nd ed.) New York, NY:

Guildford Press. [ltalics in “Feedback” added.]

* Who might be willing to help the client
avoid alcohol use, such as a significant
other or a non-drinking friend.

Indicated Prevention: Alcohol Screening and
Brief Intervention (SBI)

Alcohol Screening and Brief Intervention
(SBI) is a workbook-based brief intervention
that is appropriate with women of childbear-
ing age who screen positive for at-risk alcohol
use and are pregnant. SBI generally takes

10 to 15 minutes to complete, and has been
shown to positively impact abstinence rates
and key subsequent health factors in the new-
born, including higher birth weight/length
and lower mortality (O’Connor & Whaley,
2007).

The WIC Project Care: Health and Behavior
Workbook was originally developed for Women,
Infants and Children (WIC) programs,

which provide support to current and expect-
ing mothers, but the workbook can be used
across settings. It is crafted in very simple lan-
guage and uses traditional brief intervention

techniques, including education and feedback,
cognitive—behavioral procedures, goal-setting,
and contracting. The care provider should

go through the workbook wizh the client. As
with both universal and selective prevention,
the SBI approach should be accompanied

by appropriate FASD print materials or a
relevant and reliable Web link for further
information.

The workbook can be downloaded for free in
multiple languages from the WIC Web site:

http://www.phfewic.org/Projects/Care.aspx
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Providing Intervention/Treatment: Additional
Factors to Consider

The following are factors to keep in mind
when delivering a brief intervention for AEP
prevention, as well as when delivering full sub-
stance abuse treatment (for agencies that are
able to offer such care).

* Selective and indicated prevention ser-
vices should be delivered by someone with
motivational interviewing (MI) skills if at
all possible. While a detailed discussion
of MI techniques is outside the scope of
this TTP, SAMHSA provides a Web site
(http://www.motivationalinterview.
org/) that contains extensive materials
and training resources for providers look-
ing to develop their MI skills. See also
TIP 35, Enhancing Motivation for Change
in Substance Abuse Treatment (SAMHSA,
1999).

* Consider the woman’s age and circum-
stances, and how these impact interven-
tion/treatment. For example, life factors
and obstacles to abstinence (family
responsibilities, work, other children, etc.)
will probably be very different for a teen
vs. an older woman.

* Consider cultural context, as well; the cul-
tural factors that impact treatment may be
very different for an African-American,
Hispanic/Latina, Asian-American, or
Native-American woman (or a woman of
any other minority) than for a Caucasian
woman.

Ensuring Effective Contraception

Be willing to make modifications (e.g.,
frequency, duration) to maximize oppor-
tunities for prevention and recovery.

Include and engage families in treatment,
including significant others, grandparents,
guardians, and custodians.

Include relapse prevention.
Include family support skills.
Consider additional counseling factors:

— Parenting skills (that work for both
the parent and the child)

— Trauma and abuse
— Co-occurring mental health issues

Using a calendar with a client who is
already pregnant may help her differenti-
ate when she found out she was pregnant
from when she actually became pregnant.
She may have consumed alcohol for some
time before knowing of the pregnancy,
and showing that the drinking occurred
even before she knew she was pregnant
can help her feel less pressured and
alleviate feelings of guilt. Clients may
teel guilty and not tell the whole truth
(or even withhold the truth). This means
that getting an accurate picture of alcohol
use may require multiple screenings. It is
critical to build trust over several sessions.
[ Vignette #4 in Part 1, Chapter 3 demon-

strates the use of a calendar with a client.]

Watch for clients who ‘shut down’ on the
topic of alcohol, and be understanding
if the client experiences a sense of panic

A woman who drinks alcohol at risky levels may not always follow prescribed procedures for
effective contraception (Astley et al., 2000b). Review contraception use with her to ensure that
she has full contraceptive coverage every time she has sexual intercourse. This might include
providing secondary, back-up, or emergency contraception methods. For example, along with oral
contraceptives, advise her to use condoms, which have the added benefit of reducing sexually

transmitted diseases.

Source: Division of Women'’s Health Issues. (2006). Drinking and reproductive health: A Fetal Alcohol Spectrum Disorders pre-
vention tool kit. Washington, DC: American College of Obstetricians and Gynecologists.
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about what she may have unintentionally

done to her baby.

* If the client is not pregnant but is drink-
ing, and is not resistant to talking about
contraception, qualified professionals can
consider adding a discussion of effec-
tive contraception (see box, “Ensuring
Effective Contraception”) to discussions
about drinking reduction.

Approaches to Resistance

With any approach to AEP prevention,
counselors should keep in mind that, while a
temale client may feel safe enough to share
about her alcohol use, she may not be ready
to take the next step of comprehensive assess-
ment and treatment (Astley et al., 2000b). A
woman may present as resistant, reluctant,
resigned, or rationalizing. The publication
Substance Abuse During Pregnancy: Guidelines
for Screening (Taylor et al., 2009) provides

guidance on meeting these various forms of
resistance. In addition, see the box below.

Procedures for Referral

If you believe, based on screening and inter-
action during intervention, that your client
requires assistance that is best delivered in
another care setting (or treatment in another
setting becomes necessary due to factors such
as criminal justice or social service involve-
ment), you should discuss the benefits of
treatment with the client and offer to provide
her with a referral to a local substance abuse
treatment center or other appropriate provider.
A general list of treatment facilities can be
searched through The SAMHSA Treatment
Locator (http://findtreatment.samhsa.gov).
Additional referral possibilities include the
following:

* County substance abuse services;

Resistant, Reluctant, Resigned, or Rationalizing

¢ Resistant: “Don’t tell me what to do.”

use if she is willing.

* Resigned: “l can’t change; I've tried.”

Provider Response: Work with the resistance. Avoid confrontation and try to solicit the woman's
view of her situation. Ask her what concerns her about her use and ask permission to share what
you know, and then ask her opinion of the information. Accept that the process of change is a
gradual one and it may require several conversations before she feels safe about discussing her
real fears. This often leads to a reduced level of resistance and allows for a more open dialogue.
Try to accept her autonomy but make it clear that you would like to help her quit or reduce her

Provider Response: Empathize with the real or possible results of changing (for example, her
partner may leave). It is possible to give strong medical advice to change and still be empathetic
to possible negative outcomes to changing. Guide her problem-solving.

® Reluctant: “l don’t want to change; there are reasons.”

Provider Response: Instill hope, explore barriers to change.

e Rationalizing: “l don’t use that much.”

Provider Response: Decrease discussion. Listen, rather than responding to the rationalization.
Respond to her by empathizing and reframing her comments to address the conflict between
wanting a healthy baby and not knowing whether “using” is really causing harm.

Sources: Taylor, P, Bailey, D., Peters, R., & Stein, B. (2009). Substance abuse during pregnancy: Guidelines for screening.

Olympia, WA: Washington State Department of Health.

DiClemente, C. C. (1991). Motivational interviewing and stages of change. In W. R. Miller & S. Rollnick (Eds.), Motivational
Interviewing: Preparing People to Change Addictive Behaviors (pp. 191- 206). New York: Guilford.

1"
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Targeted Referral Options

Non-Pregnant Women: Project CHOICES

Project CHOICES is an evidence-based intervention (Project
CHOICES Intervention Research Group, 2003; Floyd et al., 2007)
that targets women at risk of having an AEP before they become
pregnant. The goal is to reduce drinking and/or prevent pregnancy
through contraception.

The target population for Project CHOICES is women ages 18

to 44 who are sexually active and drinking alcohol at risk levels.
The model uses a four-session intervention approach based in Ml
methods, and discussions in each session are tailored to the client’s
self-rated readiness to change and interest in discussing alcohol use
or contraception.

Project CHOICES programs exist in multiple settings, including
residential and outpatient substance abuse treatment, community
mental health treatment, jails, and community-based teen
programs for girls. Eligibility criteria include 1) self-report of being
sexually active, 2) being non-pregnant (but able to conceive), 3)
high-risk drinking (8 or more drinks per week or 4 or more drinks
in one occasion) in the past 30 days, 4) ineffective use of or no
contraception, and 5) not currently trying to become pregnant or
planning to try in the next 6 months.

Intervention Components:

* Four Ml-based
counseling sessions,
including personalized
feedback of risk,
motivation to change
one or both risk
behaviors, decreasing
temptation to engage
in risk behaviors and
increasing confidence
to avoid them, goal-
setting, and change
planning; and

® One contraceptive
counseling visit.

The CDC provides additional information about Project CHOICES at
http://www.cdc.gov/ncbddd/fasd/research-preventing.html.

The Parent-Child Assistance Program (PCAP) is a scientifically
validated (Grant et al., 2005) paraprofessional case management
model that provides support and linkages to needed services to
women for 3 years following enrollment. The goal is to reduce
future AEP by increasing abstinence from alcohol and drug use and/
or improving regular use of reliable contraception among enrollees.

The target population for PCAP is pregnant or post-partum women
(up to 6 months) who have had an AEP and will self-report drug
and/or alcohol use during the target pregnancy. The model is based
in Relational Theory, the Stages of Change, and harm reduction.

PCAP programs exist in a variety of settings, including substance
abuse treatment and family support centers. Eligibility criteria
include self-report of heavy alcohol or illicit drug use during
pregnancy and ineffective or non-engagement with community
social services.

Pregnant Women: Parent-Child Assistance Program (PCAP)

Intervention Components:

® Paraprofessional home
visitation;

* Goal-setting;

e Case management
targeting alcohol use

and contraception use;
and

e Linkages to community
services and programs.

Case management is
provided at least twice
monthly for up to 3 years
following initial entry into
the program.

implementation guide, and relevant forms and materials, visit
http://depts.washington.edu/pcapuw/.

To learn more about PCAP, including contact information, background materials, an
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* 12-Step programs;
* Hospital treatment programs;
* Mental health programs; and

* Special pregnancy-related programs,
which can be identified through your
state health department by calling 800-

311-BABY (2229), or 800-504-7081 for
Spanish.

Programs throughout the United States have
worked and are working directly with the
SAMHSA FASD Center for Excellence to
implement SBI (summarized above), Project
CHOICES, or the Parent-Child Assistance
Program (PCAP) (both summarized in the
box "Targeted Referral Options,” previous
page). A program near you can be considered
a source for possible referral or for guidance
on locating a similar program. Please contact
the FASD Center for Excellence for current
program contact information
(www.fasdcenter.samhsa.gov). Your local
FASD State Coordinator may also be able

to provide guidance on appropriate refer-
rals. The National Association of FASD
State Coordinators can be con-tacted via the
SAMHSA FASD Center for Excellence Web
site: http://fasdcenter.samhsa.gov/statesys
temsofcare/nafsc.aspx.

The feasibility of fully implementing SBI,
Project CHOICES, or PCAP in your agency
will depend on your staff skill set, your col-
laborative network, your funding, and a variety
of other factors that are examined in greater
detail in the Administrative section (Part 2) of
this TTP.

Providing a Referral: Additional Factors to
Consider
* Discuss possible strategies for the client

to stop consuming alcohol; for example,
individual counseling, 12-Step programs,
and other treatment programs. Studies
have shown that people given choices are
more successful in treatment (Taylor et

al., 2009).

Use an advocate or special outreach
services, if available, such as PCAP or
Maternity Support Services (Taylor et
al., 2009). Refer to Appendix C, Public
and Professional Resources on FASD, for
additional sources of information on
community supports.

Obtain information about costs, which
health plans cover alcohol services (e.g.,
Medicaid, Medicare, state assistance,

and public programs), who to contact to
refer a patient, the phone numbers, and
the necessary procedures for enrollment.
This will allow you to tailor the referral
to the client’s needs and health insurance
coverage (Higgins-Biddle, Hungerford, &
Cates-Wessel, 2009).

Identify the types of services available

in your area (e.g., cognitive-behavioral,
12-Step, Motivational Enhancement
Therapy) and the types of modalities
(e.g., in-patient, outpatient), and prepare
short descriptions of the available options
so patients can understand the differences
among alternative approaches (Higgins-

Biddle et al., 2009).
If possible, help the client make an

appointment while she is in your office.
If the woman is unwilling to make that
commitment, ask if she would like some
information to take with her if she should
change her mind. Schedule the next

visit, continue to maintain interest in

her progress, and support her efforts to
change. Monitor and follow up on any

13


http://fasdcenter.samhsa.gov/statesystemsofcare/nafsc.aspx
http://fasdcenter.samhsa.gov/statesystemsofcare/nafsc.aspx

14

Addressing Fetal Alcohol Spectrum Disorders (FASD)

Helping Your Clients Receive Culturally Competent Services

This TIP, like all others in the TIP series, recognizes the importance of delivering culturally
competent care. Cultural competency, as defined by HHS, is...

“A set of values, behaviors, attitudes, and practices within a system, organization, program, or
among individuals that enables people to work effectively across cultures. It refers to the ability
to honor and respect the beliefs, language, interpersonal styles, and behaviors of individuals and
families receiving services, as well as staff who are providing such services. Cultural competence
is a dynamic, ongoing, developmental process that requires a long-term commitment and is
achieved over time” (U.S. Department of Health and Human Services, 2003, p. 12).

This section discusses national information resources that are available on the topic of cultural
competence or for providing care to specific cultural groups (listed alphabetically). However,

the absence of a specific cultural group from this section is not meant to suggest that cultural
competency is not an issue for that population. Individuals from all cultural backgrounds deserve
respect and attention in a treatment environment, and the significance of culture needs to be
recognized in relation to many different areas of a person'’s life; race, ethnicity, gender, sexual
orientation, age, socioeconomic status, language, etc.

Chapter 3 of this TP, Clinical Vignettes, contains additional information on the essential elements
of culturally competent counseling.

Hispanic/Latin Populations

If your agency is not fully capable in serving Hispanic/Latin clients or a Hispanic/Latin client
requests culturally specific services, the National Council of La Raza provides a search tool
(http://www.nclr.org/index.php/ncir_affiliates/affiliate network/) that can direct clients to
over 300 community-based organizations that provide a variety of health and general services for
Hispanic/Latin populations.

In addition, SAMHSA's National Hispanic & Latino Addiction Technology Transfer Center (ATTC)
offers a variety of products and resources focused on the health needs of Hispanics and Latinos.
Visit their Web site at http://www.attcnetwork.org/regcenters/index nfa hispaniclatino.asp.

Native Populations

If your agency is not fully capable in serving native clients or a native client requests culturally
specific services, the Indian Health Service (IHS) provides an interactive search map (http://www.
ihs.gov/findhealthcare/) that can be used to find an IHS, Tribal, or Urban Indian Health Program
(UIHP) facility. This search engine scans a variety of settings, including hospitals, behavioral
health settings, village clinics, and school health facilities.

If you are unable to locate services through the map, the Health Resources and Services
Administration (HRSA) provides the HRSA Health Center locator (http://findahealthcenter.hrsa.
gov/Search HCC.aspx) to determine if there are other culturally specific services available in
your area.

Cultural Competency Training/Learning

The SAMHSA FASD Center for Excellence can provide training or technical assistance (TA) on
cultural competency topics, or can put your agency in touch with a nearby specialist. Training
and TA request forms can be accessed online (http://www.fasdcenter.samhsa.gov). Chapter 3
of this part of the TIP, Clinical Vignettes, also contains a checklist of core competencies for the
culturally sensitive counselor.

In addition, the HRSA's Culture, Language and Health Literacy page (http://www.hrsa.gov/
culturalcompetence/index.html) provides links to a range of resources on cultural competence

when serving clients of differing cultures, genders, and sexual identities.
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co-existing psychiatric conditions (Taylor
et al., 2009).

* Maintain communication with the sub-
stance abuse treatment or other provider
to monitor progress (Taylor et al., 2009).

* If immediate substance abuse treatment
or other support is not available, the
counselor or designated staff might meet
with the woman weekly or bi-weekly to
express concern and to acknowledge the
seriousness of the situation (Taylor et al.,

2009).

Working with Women Who May
Have an FASD

When working with women of childbearing
age, counselors may encounter clients who
exhibit symptoms or characteristics suggesting
that they themselves have an FASD. Research
has identified intergenerational FASD as a
pattern (Kvigne et al., 2003; May et al., 2005).
Verifying the presence of an FASD is a pro-
cess of observation, interviewing, and addi-
tional screening that takes time. The guide-
lines provided in the next chapter, Addressing
FASD in Treatment, can prove helpful for
counselors who want to pursue verification of
a possible FASD in the client, and/or wish to
modify their approach to delivering prevention
or treatment/referral accordingly.

For more information on AEP
prevention...

Vignettes 1-4 in Part 1, Chapter 3 illustrate
scenarios where a counselor practices AEP
prevention approaches. In addition, Part 3,
the online literature review, also contains
further discussion of screening and prevention
interventions.
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Addressing FASD in
Treatment

Introduction
Value of Addressing FASD

Although the evidence base for effective substance abuse/mental
health interventions with individuals who have or may have an
FASD is limited (Premji, Benzies, Serrett, & Hayden, 2006;
Paley & O’Connor, 2009), research has demonstrated that this
population can and does succeed in treatment when approaches
are properly modified, and that these modifications can lead to
improved caregiving attitudes and reduced stress on family/care-
givers as well as providers (Bertrand, 2009).

For the counselor, building competence with FASD has the
obvious value of enhancing professional skills, as the counselor
can provide FASD-informed care. For the client, addressing
FASD has the potential to enhance the treatment experience

for both the individual with an FASD and those around him or
her, increase retention, lead to improved outcomes, reduce the
probability of relapse (thus helping to break the cycle of repeated
treatment, incarceration, displacement), and increase engagement
rates in aftercare services. Access to FASD-informed interven-
tions and accommodations, like those discussed in this chapter,
has the potential to create protective factors for the client that
can reduce secondary disabilities (Streissguth et al., 2004) and
has been shown to lead to better outcomes (Bertrand, 2009).

For the client, addressing FASD provides an additional route

to possible treatment success. Individuals with an FASD are

a largely hidden population, yet these individuals frequently
need services for substance abuse, and, especially, mental health
(Streissguth et al., 1996). For every client that did not return for
appointments, seemed noncompliant or resistant with no clear
explanation of why, or just didn’t seem to ‘get it,” a knowledge of
FASD could be an extra clue that helps solve that puzzle and
enable success for both the client and the program.

17
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Be Willing...

To effectively serve individuals who have or may have an FASD, what is needed most is a counselor
who is willing. For many individuals with an FASD, it is not that they can’t do the things necessary
to succeed in treatment. Rather, it's that no one is willing to develop the understanding needed

to help them succeed. While individuals with an FASD do present unique challenges, a willing
counselor can make the difference between treatment success and treatment ‘failure.’

decision-making and self-care capabilities.

¢ Be willing to understand the brain-based disabilities that are characteristic of these disorders:
With any diffuse brain damage, including the damage that can result from prenatal alcohol
exposure, some of the effects are permanent, and one cannot assume or teach the usual

¢ Be willing to observe physical and behavioral factors and consider possibilities beyond
defiance, noncompliance, or other more commonly diagnosed symptoms.

¢ Be willing to meet the client where they are and enable their growth.

to meet their unique needs.

¢ Be willing to set aside the false view that, because an FASD is permanent, “nothing can be
done.” Individuals with an FASD can and do respond positively to treatment that is modified

2011).

¢ Be willing to develop treatment plans for this population with the identification and
addressing of secondary disabilities as a built-in expectation, as research has shown that
individuals with an FASD exhibit a unique prevalence of co-occurring disorders (O'Connor et
al., 2002; Astley, 2010; Pei, Denys, Hughes, & Rasmussen, 2011; Kodituwakku & Kodituwakku,

opportunities for recovery.

¢ Be willing to redefine success and consider multiple treatment options and make
modifications (frequency, duration, cultural issues, client strengths, etc.) to maximize the client'’s

e Be willing to stretch the schedule. Success with a client who has an FASD can take longer,
but it is achievable. Interventions should aim to “...support the life path of an individual with
disabilities in a positive direction over time” (Olson, Oti, Gelo, & Beck, 2009).

It is important to note that this TIP is not
encouraging counselors to forego the primary
treatment issue that brought the client to their
setting in the first place, in favor of treating
FASD. This chapter is only providing a pro-
cess for identifying FASD as a possible barrier
to successfully addressing the primary treat-
ment issue, and making appropriate modifica-
tions to your treatment approach to maximize
the potential for positive outcomes. Even if
the cognitive or behavioral barriers that you
identify through this process do not ultimately
result in a diagnosis or positive assessment for
an FASD, these are still functional impair-
ments presenting barriers to treatment, and
thus the process remains valuable.

Identifying the Need for FASD Assessment,
Diagnosis, and Services: Suggested Steps

The step chart on the next page illustrates a
six-stage process that counselors can imple-
ment with clients for whom there are indica-
tions of an FASD. These steps will form the

outline for the remainder of this chapter.

1. The Starting Point: Observing
Indicators

Identifying Barriers and Causes

If there are indications of an FASD in the
form of maladaptive behaviors, Step 1 repre-
sents a critical intermediate process: Be willing
to consider the roof cause of the behavior rather
than just responding to the behavior. The
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5. Working with the Family
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6. Transition and Connection to Community Supports
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easiest way to think of Steps 1 and 2 is that
Step 1 is the observation of a treatment barrier
or group of barriers, Step 2 is the examination
of a possible root cause (or causes).

So, in Step 1, you have a client who is

not doing well in treatment, and you have
exhausted your normal protocol of approaches
for improving the efficacy of the treatment
relationship. Since individuals with an FASD
are at an increased risk of having substance
use or mental health issues in the first place
(Streissguth et al., 1996; Astley, 2010), what
this step asks you to do is take a step back and
consider whether the maladaptive behaviors
that you are observing (e.g., frequently missed
appointments) match the profile of an indi-
vidual who may have an FASD (i.e., poor time
management skills, memory problems).

When working with an individual who has an
FASD, a counselor would be likely to observe
problem indicators in the following functional
domains:

* Planning/Temporal Skills

* Behavioral Regulation/Sensory Motor
Integration

* Abstract Thinking/Judgment

* Memory/Learning/Information
Processing

* Spatial Skills and Spatial Memory
* Social Skills and Adaptive Behavior
* Motor/Oral Motor Control

Problems in these domains will likely show up
as deficits that interfere with treatment suc-
cess, including:

* Inability to remember program rules or
tollow multiple instructions.

* Inability to remember and keep appoint-
ments, or to get lost on the way there.

* Inability to make appropriate decisions
by themselves about treatment needs and
goals.

* Inability to appropriately interpret social
cues from treatment professionals or other
clients.

* Inability to observe appropriate boundar-
ies, either with staff or other clients.

* Inability to attend to (and not disrupt)
group activities.
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* Inability to process information readily or
accurately.

* Inability to ‘act one’s age.’

When indicators occur in any these domains
(and particularly when they occur across
multiple domains), it is worthwhile to apply
the FASD 4-Digit Code Caregiver Interview
Checklist (Astley, 2004b) in Step 2 to deter-
mine if there is sufficient cause to 1) pursue
evaluation for an FASD with this client, and
2) modify treatment to account for the client’s
functioning in these areas.

2. Functional Observation and
History/Interviewing

An Appropriate Approach to Observation and
Interviewing

If you have decided to move on to a fuller
examination of the possible presence of an
FASD based on indicators observed in Step 1,
it is important to approach the topic with care
and sensitivity. For the client, discussion of a
possible FASD can cause feelings of shame, or
possibly even anger or disbelief, about being
identified with a “brain disorder.” For the fam-
ily of the individual, particularly for a birth
mother, suggesting the possible presence of an
FASD can lead to feelings of guilt or a feeling
of being ‘blamed,’ and a perception that ser-
vice systems are unhelpful or even a negative
experience. It is critical for a counselor to take
a no-fault, no-shame approach to the topic

of FASD, continually reassuring the indi-
vidual and the family that you are examining
the possibility of an FASD only as a way to

achieve the best possible treatment outcome.

The FASD 4-Digit Code Caregiver Interview
Checklist

The FASD 4-Digit Code Caregiver Interview
Checklist provided below is from the FASD
4-Digit Diagnostic Code (Astley, 2004b). The
checklist is also reproduced in Appendix D,

and can be considered for reproduction and

inclusion in your treatment file for clients
where you believe a form of FASD may be
present.

However, please note: This checklist is not
presented as a validated FASD screening
instrument. It is simply provided as a tool
that can be used over time to note typical
problem areas for someone who might have an
FASD (i.e., building a profile of FASD), and
provides information that you can combine
with your clinical judgment to make a better-
informed decision about whether to direct a
client toward a more extensive FASD assess-
ment or diagnosis.

It should also be noted that the behaviors
identified on this checklist can indicate other
disorders, as well. Individuals with an FASD
are frequently misdiagnosed (Greenbaum

et al., 2009). Given their symptoms, they

may be described as meeting criteria for
Attention Deficit/Hyperactivity Disorder
(ADHD), Attention Deficit Disorder (ADD),
Oppositional Defiant Disorder (ODD), ado-
lescent depression, or bipolar disorder. It is
possible for FASD to co-occur with any of
these diagnoses, but it is also possible that a
condition on the fetal alcohol spectrum may
better describe the pattern of target symptoms
than these other diagnostic terms. A differen-
tial and comprehensive diagnosis is essential,
whether in-house or through referral, and the
information gathered through this checklist
can help to inform a diagnostic process.

In a profile of the first 1,400 patients to
receive diagnostic evaluations for an FASD
at the Washington State FAS Diagnostic &
Prevention Network (FAS DPN), caregivers
completing an interview with a professional
based in part on this checklist demonstrated
an impressive ability to differentiate the

behavior profiles of children with FAS/pFAS,
children with severe ARND (SE/AE), and
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The FASD 4-Digit Code Caregiver Interview Checklist

Severity Score: Severity of Delay/Impairment (Displayed along left margin)

Circle: 0 = Unknown, Not Assessed, Too Young 1 = Within Normal Limits 2 = Mild to Moderate

3 = Significant

Severity Caregiver Observations

Planning/Temporal Skills
0123 Needs considerable help organizing daily tasks
0123 Cannot organize time
0123 Does not understand concept of time
0123 Difficulty in carrying out multi-step tasks
0123 Other
Behavioral Regulation/Sensory Motor Integration
0123 Poor management of anger/tantrums
0123 Mood swings
0123 Impulsive
0123 Compulsive
0123 Perseverative
0123 Inattentive
0123 Inappropriately [high or low] activity level
0123 Lying/stealing
0123 Unusual [high or low] reactivity to [sound touch light]
0123 Other
Abstract Thinking/Judgment
0123 Poor judgment
0123 Cannot be left alone
0123 Concrete, unable to think abstractly
0123 Other
Memory/Learning/Information Processing
0123 Poor memory, inconsistent retrieval of learned information
0123 Slow to learn new skills
0123 Does not seem to learn from past experiences
0123 Problems recognizing consequences of actions
0123 Problems with information processing speed and accuracy
0123 Other
Spatial Skills and Spatial Memory
0123 Gets lost easily, has difficulty navigating from point A to point B
0123 Other

™
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Severity Caregiver Observations

Social Skills and Adaptive Behavior
0123 Behaves at a level notably younger than chronological age
0123 Poor social/adaptive skills
0123 Other
Motor/Oral Motor Control
0123 Poor/delayed motor skills
0123 Poor balance
0123 Other

Source: Astley, S. J. (2004). Diagnostic guide for Fetal Alcohol Spectrum Disorders: The 4-Digit Diagnostic Code, Third Edition.
Seattle, WA: University of Washington. Accessed June 1, 2012 at http://depts.washington.edu/fasdpn/pdfs/FASD-2004-

Diag-Form-08-06-04.pdf. Used with permission from the author.

children with moderate ARND (ND/AE)
(Astley, 2010).

In addition, the box “Risk Assessment
Questions” contains a group of questions
developed at the FAS Community Resource
Center in Tucson, Arizona. These questions
can further assist providers seeking to deter-
mine whether an evaluation for an FASD is
warranted.

3. Assessment (External or
Through an In-House Assessment
Team)

Assessment for the presence of an FASD is
an interdisciplinary process best accomplished
through a team approach. The sad reality is
that the existing network of qualified assess-
ment teams and facilities in the United States

is insufficient to meet demand, and behav-
ioral health experts have repeatedly observed
the urgent need for an increase in FASD

Risk Assessment Questions

Yes/No Additional Areas of Consideration

Client History
YN Are there alcohol problems in family of origin?
Y N Was the client raised by someone other than the birth mother?
Y N Has the client ever been in special education classes?
Y N Has the client had different home placements?
Y N Has the client ever been suspended from school?
Y N Has the client ever been diagnosed as ADHD?
How many jobs has the client had in past 2 years?
YN Can the client manage money effectively?
Are the client’s friends older or younger (for an individual with an FASD, friends will
tend to be younger due to lag between physical age and functional age)?

Adapted from: Kellerman, T. (2005). Recommended assessment tools for children and adults with confirmed or suspected
FASD. Tucson, AZ: FAS Community Resource Center. Accessed June 5, 2012 at

http://come-over.to/FAS/AssessmentsFASD.htm.



assessment, diagnosis, and treatment capac-
ity (Institute of Health Economics, 2009;
Interagency Coordinating Committee on

FASD, 2011).

However, many substance abuse and mental
health treatment settings may have an inter-
disciplinary staff team and/or sufficient refer-
ral relationships to attempt FASD assessment
internally, creating an opportunity to help fill
a gap in the behavioral health field. If this is
the case with your agency, this section dis-
cusses some of the essential elements of FASD
assessment, as well as available resources

that can help your agency develop this staff
capability. (The first interdisciplinary FASD
diagnostic clinic [the Washington State FAS
Diagnostic and Prevention Network (FAS
DPN)] was established in Washington State
in 1993 as part of a CDC-sponsored FASD
prevention study [Clarren & Astley, 1997].
A comprehensive description of the inter-
disciplinary model used by the Washington
State FAS DPN is presented by Clarren,
Carmichael-Olson, Clarren, and Astley
[2000]; see Appendix A: Bibliography). In
addition, for sites that cannot provide FASD
capacity internally, referral options do exist,
and this section will provide information on
accessing those resources.
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In-House FASD Assessment: The Essential
Elements

Effective in-house assessment for FASD is
built on three core components: 1) building
the right team, 2) accessing the right resources,
and 3) gathering the right information.

Building the Right Team

FASD assessment, as will be explained below,
involves gathering information and making
evaluations in a variety of functional areas,
and is an involved process that can overwhelm
the client and his or her family. This neces-
sitates a wide range of professional skill sets,
not only to perform the various clinical and
observational tasks, but also to help the client
and family navigate the process smoothly. The
box “In-House FASD Assessment: An Ideal
Core Team” describes an ideal in-house FASD

assessment team and its functions.

Part 2, Chapter 2 of this TIP outlines appro-
priate processes if these professionals need
to be added and/or accessed through referral
relationships.

Accessing the Right Resources

Appendix C, Public and Professional Resources
on FASD, provides information and links for
accessing FASD information and training
from a variety of national and regional sources.

In-House FASD Assessment: An Ideal Core Team

Case Coordinator

counselor

® Reviews history and current stability

* Assesses needs of individual and caregiver

e Post-diagnosis, connects individual/family to positive supports
e |s often a social worker, but in this case could be the role of the

Psychologist' and Speech
Language Pathologist

e Assess basic and higher levels of brain function

Physical Therapist,
Occupational Therapist, or
Vocational Rehabilitation
Counselor

e Assesses motor and sensory issues (including sensory-motor
integration, and balance and gait issues)
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Physician
determinants

¢ Assesses dysmorphology, neurological findings, and basic health

e Also contributes to behavioral health profile

Family Navigator

® Helps the family through the process
e |deally is an actual caregiver of someone with an FASD

e |deally is available to help the family connect with parent support
and other needed resources

Based on TIP consensus panel recommendations and Canadian Guidelines for Diagnosis (Chudley, Conry, Cook, Loock,

Rosales, & LeBlanc, 2005).

" The psychologist should be trained to do neuropsychological testing.

Among these are two excellent resources for
agencies seeking to develop FASD capabili-
ties; the Washington State FAS DPN and
the CDC’s FASD Regional Training Centers
(RTCs).

* One of the primary sites for FASD
assessment and diagnosis in the United
States is the Washington State FAS
DPN, based at the University of
Wiashington in Seattle. Established
in 1993 through Washington State
Senate Bill 5688 and support from
the CDC, March of Dimes, Chavez
Memorial Fund, and the Washington
State Department of Social and Health
Services, the Washington State FAS
DPN provides FASD diagnostic services
as well as training in FASD. Training
resources include the FASD 4-Digit
Diagnostic Code Online Course and a
2-day FASD Diagnostic Team training
for interdisciplinary clinical teams (or
individual clinical team members) seeking
to establish FASD services in their com-
munity. Visit the FAS DPN’s homepage
(http://depts.washington.edu/fasdpn/)
to find out more about their services.

* The CDC’s RTCs develop, implement,
and evaluate educational curricula regard-
ing FASD prevention, identification,
and care, and incorporate the curricula

into training programs at each grantee’s
university or college, into other schools
throughout their regions, and into the
credentialing requirements of professional
boards. Visit the CDC’s RTC homepage
(http://www.cdc.gov/ncbddd/fasd/
documents/flyerfasd rtcs.pdf) to find
out about currently funded RTC sites and
available services.

Gathering the Right Information

A useful tool that your team can use to
gather and organize the necessary informa-
tion to support a formal FASD diagnosis is
the New Patient Information Form. This form
was developed by the Washington State FAS
DPN and is part of the Diagnostic Guide for
Fetal Alcohol Spectrum Disorders: The 4-Digit
Diagnostic Code (Astley, 2004b, Third Edition,
pp- 103-114). If your agency decides to refer
a client for an FASD diagnosis, this infor-
mation will provide a necessary foundation
for the diagnostic process. The New Patient
Information Form can be downloaded for free
from (http://depts.washington.edu/fasdpn/
htmls/diagnostic-forms.htm).

In addition to basic information about the
client and your agency, the New Patient
Information Form provides a template for
gathering information in the critical areas of
Growth; Physical Appearance and Health;
Neurological Issues; Attention Deficit and



Hyperactivity; Mental Health Issues; School
Issues; Alcohol Exposure; Information About
the Patient’s Biological Parents; Medical
History of the Biological Family; Pregnancies
of Birth Mother; Pregnancy, Labor, and
Delivery of this Patient; List of Professionals
Currently Involved in Patient’s Care;
Placements (foster, adoptive, etc.); and What
to Bring to the [diagnostic] Clinic.

To further ensure collection of appropriate
information and build staff knowledge and
capabilities related to FASD, it will be valu-
able for your team to become familiar with
the basic guidelines of the most widely used
diagnostic approaches to the various disorders
in the spectrum. A comprehensive comparison
of the current FASD diagnostic systems is
presented in a chapter entitled “Diagnosing
FASD” (Astley, 2011), and is reprinted

in Appendix E, Comparison of Current

FASD Diagnostic Systems with the author’s

permission.

External: Assessment and Diagnosis

The reality for many programs will be that,
for reasons of cost and/or lack of community
resources, building an in-house FASD assess-
ment team or diagnostic capability will be
unrealistic. If this describes your agency, the
FASD diagnosis and training sites discussed
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under Accessing the Right Resources, above,
should be accessed so that you can refer your
client to an appropriate provider. Agencies can
also use the Resource Directory (http://www.
nofas.org/resource-directory/) provided by
the National Organization on FAS (NOFAS)
to help locate FASD-related services.

At the same time, referral for assessment and
diagnosis should be paired with treatment
modifications and accommodations that are
discussed in the next section. This can be done
with or without a formal diagnosis of a form
of FASD. If you and your clinical team have
identified symptoms indicating an FASD
through Steps 1 and 2 of this chapter, the
methods discussed in the next section can still
help the treatment process.

Many providers will not have an existing
relationship with the FASD assessment or
diagnosis provider to whom they refer a cli-
ent. In such cases, it is vital to actively assist
the client through the transition and provide
regular follow-up to ensure client satisfaction
and full and open communication between
agencies and with the client. (Also the client’s
family, if they are involved in treatment.) The
box “Overview of the Diagnostic Process (As
Performed by the FAS DPN)” summarizes the

phases of the diagnostic process as performed

Overview of the Diagnostic Process (As Performed by the FAS DPN)

A comprehensive description of the FAS DPN interdisciplinary FASD diagnostic process is presented by

Clarren et al. (2000).

Phase Description

Phase 1

legal records are also obtained.

e Clinical intake: Caregivers complete a comprehensive “New Patient Information
Form” prior to the clinic visit to report current concerns and developmental, social
and alcohol exposure history. Past medical, educational, psychological, social, and

® Record review: Psychologist reviews all available medical, developmental, clinical,
educational, and other records, and presents a case summary to the FASD
diagnostic team on the day of the diagnostic evaluation. Clients 18 and older are
referred elsewhere for their neuropsychological evaluation.
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Phase Description

Phase 2

® Psychometric screening/evaluation: Diagnostic team members (occupational
therapist, psychologist, speech-language pathologist) screen/assess the patient’s
current neurobehavioral performance (e.g., language and communication, executive
function, cognition, sensory—-motor skills).

 Physical examination: Physician examines diagnostic parameters of growth and
facial dysmorphology (and general health, sleep problems, medications used, etc.).

e Caregiver(s) interview: Physician and psychologist conduct a caregiver interview (up
to 2 hours) using the 4-Digit Code Caregiver Interview checklist.

recommendations.

review specific recommendations.

Phase 3 | e Diagnosis and intervention recommendations: Diagnostic team reviews
and synthesizes data, derives the 4-Digit Code, and generates intervention

* Diagnostic summary: Diagnostic team shares the diagnosis and intervention
recommendations with caregiver(s) in a brief case conference. Adolescent and adult
clients are included in the case conference.

¢ Diagnostic summary report: Diagnosis, assessment results, and intervention
recommendations are integrated into a comprehensive 6- to-8-page diagnostic
summary report (http://depts.washington.edu/fasdpn/pdfs/4-digit-medsum-
web-2006.pdf) and submitted to the patient’s medical record.

e Follow-Up Debriefing: A private follow-up debriefing is conducted with the
caregiver (and client, if old enough) to discuss the impact of the diagnosis and

Table originally appeared in Jirikowic, Gelo, & Astley (2010) with minor modifications.

by the Washington State FAS DPN. The
phases of this process are likely to be similar
in other interdisciplinary FASD diagnostic
clinics.

When the Client Already Has a Diagnosis of an
FASD

If a client has already been diagnosed with

an FASD at the time of presentation to your
setting, the guidelines in the next section
should automatically be considered. In addi-
tion, as indicated in the table Overview of

the Diagnostic Process in the previous section,
the diagnosis report may also be a source of
intervention and modification guidelines and
should be thoroughly reviewed by the counsel-
or with the client (and the family, if involved
in the treatment process). A comprehensive
summary of the types of intervention recom-
mendations provided in relation to 120 youths
tollowing their FASD diagnostic evaluations

at the Washington State FAS DPN is pro-
vided by Jirikowic et al. (2010).

At the same time, further assessment by medi-
cal, mental, and allied health professionals
may still be needed to determine the client’s
current level of function in important areas,
particularly if the diagnosis occurred years
earlier. “Refreshing” the functional information
will help the counselor tailor the treatment
plan and counseling strategies to the client’s
strengths, needs, and preferences. Forms of
re-testing and assessment can include the
following:

* Being familiar with any medications the
client is taking and observing any behav-
iors or physical symptoms that might
indicate the need to reevaluate medication
use or dosage;

* Hearing and speech tests to identify any
progress in communication or barriers


http://depts.washington.edu/fasdpn/pdfs/4-digit-medsum-web-2006.pdf

that may affect the client’s treatment and
ongoing recovery;

* Occupational therapy and physical
therapy evaluations to assess the client’s
daily living skills and motor function,
vocational skills, and preferences and
possibilities;

* Determining current achievement levels
in reading, spelling, and math; and

* Use of an appropriate, standardized inter-
view or questionnaire to determine how
the client compares to peers in receptive,
expressive, and written communication;
personal, domestic, and community daily
living skills; and interpersonal relation-
ships, play and leisure time, and coping

skills.

4. Tailoring Treatment for
Individuals with an FASD

Introduction

This section will discuss appropriate
approaches to modifying treatment and/or
making necessary accommodations for clients
who exhibit indicators suggesting an FASD,
or who show cognitive and behavioral barriers
to treatment success, as identified in Steps 1

and 2 of this chapter.

This discussion is divided into two sections; 1)
general principles for working with individu-
als who have or may have an FASD (regard-
less of age), and 2) specific considerations for
adolescents who have or may have an FASD.
The chapter then moves on to Step 5, Working
With the Family, and Step 6, Transition and
Connection to Community Supports.

As noted above, if the individual already

has a diagnosis of an FASD, the diagnostic
report may also include recommendations for
appropriate interventions and modifications to
treatment. The counselor should review this
report thoroughly, if it is available.
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General Principles for Working with
Individuals Who Have or May Have an FASD

Safety Considerations

Safety is a primary health issue for individu-
als of all ages with an FASD (Jirikowic et al.,
2010). Starting a treatment process without
first addressing safety issues is futile and
potentially dangerous: The clinician must first
evaluate physical safety for the adolescent or
adult with an FASD. This includes issues of
violence, harm to self (such as self-mutilation)
or others, victimization, adequate housing, and
food. In typical adolescents and adults, psy-
chiatric severity can be significantly reduced
when co-occurring issues are treated together
and mental health and substance abuse treat-
ment are provided as an integrated program

(Hser, Grella, Evans, & Huang, 2006).

For older individuals who have or may have
an FASD, there are special safety consider-
ations. This population has a number of risk
factors for accidents and injury; poor decision-
making, impulsivity, impaired motor coordina-
tion, working memory, attention, emotional
and sensory regulation, and susceptibility to
peer pressure. Even seemingly routine tasks
like crossing the street safely may be impos-
sible for those who are more severely affected.
Other examples of possible safety and health
concerns in adolescents and adults with an
FASD are remembering medication schedules,
decisions about legal and illegal substances,
driving, and risk-taking situations in which
poor social problem-solving (McGee, Fryer,
Bjorquist, Mattson, & Riley, 2008), impulsiv-
ity, and peer pressure combine to compromise

safety.
Vignette #9 in Part 1, Chapter 3 of this TIP

elaborates the process of working with a care-
giver to develop a personalized Safety Plan
on behalf of an individual with an FASD. In
addition, Appendix F, Sample Crisis/Safety

Plan, contains a sample plan that has been
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adapted from the work of the Families Moving
Forward Program (http://depts.washington.
edu/fmffasd/), and can be printed and used
with a client and/or their family member(s)/
caregiver(s).

Risk for Abuse

Children with physical, psychological, and
sensory disabilities—including FASD—are
known to be more vulnerable to violence

and maltreatment, or to be at a greater risk

of these forms of abuse (Olivan, 2005). This
vulnerability is brought about by a variety of
factors, including dependence on others for
intimate and routine personal care, increased
exposure to a larger number of caregivers and
settings, inappropriate social skills, poor judg-
ment, inability to seek help or report abuse,
and lack of strategies to defend themselves
against abuse. Murphy and Elias (2006) report
figures from the National Center on Child
Abuse and Neglect indicating that children
with disabilities are sexually abused at a rate
2.2 higher than that for children without dis-
abilities. The United States Department of
Justice reports that 68 to 83 percent of women
with developmental disabilities will be sexu-
ally assaulted in their lifetimes, and less than
half of them will seek assistance from legal or
treatment services (Pease & Frantz, 1994). In
a study of 336 males and females in treatment
for alcohol abuse or dependence, more than 56
percent had also experienced childhood sexual

or physical abuse (Zlotnick et al., 2006).

In one long-term study, 80 percent of young
adults who had experienced abuse as a child
met diagnostic criteria for at least one psy-
chiatric disorder at age 21. These individuals
exhibited many problems, including depres-
sion, anxiety, eating disorders, and suicide
attempts (Silverman, Reinherz, & Giaconia,
1996). Other psychological and emotional
conditions associated with abuse and neglect
include panic disorder, dissociative disor-
ders, attention-deficit/hyperactivity disorder,

depression, anger, posttraumatic stress disorder,
and reactive attachment disorder (Teicher,

2000; De Bellis & Thomas, 2003; Springer,
Sheridan, Kuo, & Carnes, 2007).

Astley (2010) has documented a high preva-
lence of abuse, neglect, and multiple home
placements among 1,400 patients identified
with an FASD—70 percent were in foster/
adoptive care and had experienced, on average,
three home placements. In fact, in a separate
study, Astley and colleagues (2002) identified a
prevalence rate of FAS in foster care that was
10-times higher—1/100—than in the general
population—1/1000. Children in foster care
face a risk of maltreatment, which can affect
their physical health and lead to attachment
disorders, compromised brain functioning,
inadequate social skills, and mental health dif-
ficulties (Harden, 2004). Another study among
young women with FASD found that they
had poor quality of life scores and high levels
of mental disorders and behavioral problems
relative to standardization samples and other

at-risk populations (Grant et al., 2005).

Risk for Suicide

In addition, individuals with an FASD are at
significant risk of suicide at all ages studied
(Huggins et al., 2008). A person with an
FASD may not appear to plan or execute a
suicide attempt effectively; this is not indica-
tive of the seriousness of the intent.

High Risk of Repeated Involvement with the
Legal System

People with an FASD can have specific types
of brain damage that may increase engage-
ment in criminal activity (Kodituwakku et
al., 1995; Page, 2001; Mattson, Schoenfeld,
& Riley, 2001; Page, 2002; Moore & Green,
2004; Clark et al., 2004; Schonfeld, Mattson,
& Riley, 2005; Schonfeld, Paley, Frankel,
O’Connor, 2006; Brown, Gudjonsson, &
Connor, 2011). These can include:
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Suicide Intervention/Prevention for Individuals with an FASD

e Standard suicide assessment protocols need to be modified to accommodate neuropsychological

deficits and communication impairments:

e Instead of “How does the future look to you?” ask “What are you going to do tomorrow?
Next week?" (Difficulties with abstract thought.)

e The seriousness of the suicidal behavior does not necessarily equal the level of intent to die

(lack of understanding of consequences).

Obtain family/collateral input.

Be careful about words used regarding other suicides or deaths.

Intervene to reduce risk:

e Address basic needs and increase stability.
e Treat depression.

e Teach distraction techniques.

e Remove lethal means.

® Increase social support.

Do not use suicide contracts (impulsivity issues).

Monitor risk closely.
Reinforce and build reasons for living.
e Be literal.

Strengthen advocate-client relationship.

Source: Huggins, J. E., Grant, T., O'Malley, K., & Streissguth, A. (2008). Suicide attempts among adults with Fetal Alcohol
Spectrum Disorders: Clinical considerations. Mental Health Aspects of Developmental Disabilities, 11(2), 33-42.

Lack of impulse control and trouble
understanding the future consequences of
current behavior;

Trouble understanding what constitutes
criminal behavior (for example, a youth
with an FASD may not see any problem
with driving a car he knows was stolen if
he wasn’t the one who stole it);

Difficulty planning, connecting cause

and effect, empathizing (particularly

if the experience is not explained in a
very concrete way), taking responsibility,
delaying gratification, and making good
judgments;

Tendency toward explosive episodes,
often triggered by sensory overload,
slower rates of processing the information
around them, and/or feeling “stupid;”

* Vaulnerability to peer pressure and influ-
ence (e.g., may commit a crime to please
friends), and high levels of suggestibility;

and

* Lower level of moral maturity (due in
part to social information processing

deficits).

The number of people in the criminal justice
system with an FASD has not specifically
been determined. Data are limited, and popu-
lations vary by state. In addition, few systems
conduct any screening or can provide diag-
nosis. Streissguth and colleagues (2004) con-
ducted an evaluation of 415 clinical patients
with FASD at the University of Washington.
Trouble with the law (including arrest, convic-
tion, or otherwise) was reported in 14 percent
of children and 60 percent of adolescents and

adults with an FASD. In addition, Fast, Conry,
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& Loock (1999) evaluated all youth referred
to a forensic psychiatric assessment for FASD
in Burnaby, British Columbia, Canada. Of 287
youths assessed, 67 (or 23 percent) were found
to have an alcohol exposure-related diagnosis.
Although this result should not be generalized
to the entire prison population, it does reveal
a possible disproportionate representation of
individuals with an FASD in the juvenile jus-
tice system.

It is important for counseling professionals

to consider a client’s criminal history and

any factors that place the client at risk for
turther criminal involvement. Because persons
with an FASD have problems learning from
experience, they may repeat crimes and cycle
through the legal system multiple times.

Clinicians may encounter individuals with an
FASD who are participating in court-ordered
treatment. Such individuals need help navigat-
ing the legal system. The clinician can consult
with the client’s attorney and assist in educat-
ing him or her about FASD. In addition, the
clinician can assist in finding resources to

help the client understand any legal proceed-
ings and requirements. The National Legal

Aid & Defender Association (http://www.

nlada100years.org/) or the American Bar
Association (www.americanbar.org) may be

able to identify resources at the local level.

Vulnerability of Individuals with an FASD
Individuals with an FASD are vulnerable not
only to criminal activity but also to victimiza-
tion (Freunscht & Feldman, 2011). Their poor
judgment may lead them to associate with
people who victimize them physically, emo-
tionally, and financially. Their impulsivity may
lead them into dangerous situations. Women
with an FASD may get involved with nega-
tive associations for food, shelter, attention, or
drugs (Page, 2003). In addition, their impaired
sense of boundaries can lead to sexual vic-
timization. Because of their unpredictable

behavior, they may need 24-hour supervision

(Streissguth, 1997).

Even with compensatory strategies, the person
with an FASD may be less able to use judg-
ment, consider consequences, or understand
abstract situations (Kodituwakku, 2007;
Astley, 2010; Freunscht & Feldman, 2011).
Impulsivity is an ongoing issue. Social isola-
tion and loneliness may drive the person to
seek out any type of friendship and lead to
victimization. A discussion or pursuit of safe-
guards for the person may be necessary:
* Recognize that victimization may occur,
and keep vigilant for situations that may
arise in the person’s life.

* Role-play personal safety and specific
scenarios that people face (e.g., who is a
stranger vs. who is a friend) to allow the
individual to practice taught skills and
perhaps allow them to pursue safe activi-
ties (De Vos, 2003). Consider videotaping
the client doing it right in the role-play,
so he or she can watch it over and over,
reinforcing the lesson. Watching the
video also helps move the information
from short-term memory to long-term
memory. (In many cases, though certainly
not all, long-term memory has been
observed to function better than short-
term memory for individuals with an

FASD).

* Establish written routines and structured
time charts, and have these where they
are easily seen throughout the day.

* Provide a buddy system and supervi-
sion to help decrease opportunities for
victimization.

* Consider a guardianship of funds to pro-
tect the individual. A trustee can ensure
that the necessities of life are covered,
including rent, food, clothing, and finding
an advocate. The clinician may want to



include such provisions in the aftercare

plan.

 Help the client find a healthy, structured
environment in aftercare to help them
avoid criminal activity.

Family Safety and Support

For all families caring for an individual with
an FASD, or when parents themselves have
an FASD, establishing family safety and
support is vital. A crisis/safety plan should
always be put in place (see Appendix F for an
example Crisis/Safety Plan form). To stay safe
and well-supported, it is important to help
the client (and caregivers) identify available
services, determine which ones are effective
for them or their children, and understand
how to work productively with service provid-
ers (Streissguth, 1997). (See Appendix G for
a Services and Supports Checklist that can be
reviewed with clients as a worksheet.)

For birth families in recovery, the counselor
can help families cope with FASD during the
recovery process. This is best done by build-
ing a protective environment for clients and
their children. This may include helping them
obtain safe, stable housing, assisting with
daily living skills (such as bill paying and food
shopping), and overseeing home situations.

It is also important to establish a network

of community service providers who will be
available for aftercare to promote ongoing
recovery and avoid relapse (Millon, Millon, &
Davis, 1993).

For more information about this topic,
see Step 6, Transition and Connection to

Community Supports).

Modifying a Treatment Plan

Factors to Consider
When modifying a treatment plan for an
individual who has or may have an FASD, the

tollowing should be considered:
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* Help the client adjust to a structured
program or environment and develop
trust in the staff. Individuals with an
FASD tend to be trusting (Freunscht &
Feldman, 2011) and need a great deal of
structure, but may have trouble adapting
to changes in routine and to new people.

* Share the rules early and often. Put
instructions in writing and remind the
client often. Keep the rules simple and
avoid punitive measures that most indi-
viduals with an FASD will not process. If
a rule is broken, remind the client of the
situation and help to strategize ways they
can better follow the rule in the future.

* Take a holistic approach, focusing on
all aspects of the client’s life, not just the
substance abuse or mental health issues.
Include basic living and social skills, such
as how to dress, groom, practice good
hygiene, present a positive attitude, and
practice good manners. Help the client
develop appropriate goals within the con-
text of his or her interests and abilities.

* Provide opportunities to role-play or
otherwise practice appropriate social
behaviors, such as helping others.
Areas of focus may include impulse
control skills, dealing with difficult
situations such as being teased, and
problem-solving.

* In an inpatient setting, allow time for
the client to be stabilized and acquire
the basic skills to cooperate with others
before discussing his or her substance
abuse or mental health issues. In an out-
patient setting, it may help to develop a
rapport with the client and establish trust
and communication before addressing the
primary treatment issue.

* Assume the presence of co-occurring
issues. It is likely that a high percentage
of people with an FASD have at least one

co-occurring mental disorder (O’Connor
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et al., 2002; Streissguth et al., 2004; Clark
et al., 2004; Astley, 2010). In a study of
1,400 patients with FASD, Astley (2010)
documented that 75 percent had one or
more co-occurring disorders, with the
most prevalent being ADHD (54 per-
cent). In a study of 80 birth mothers of
children with FAS, 96 percent had from

struggles), and building the client’s self-
esteem. Help family and caregivers prac-
tice positive communication skills such
as active listening, use of literal language,
and avoiding “don’t” (i.e., focusing on
what needs to be done rather than what
should not be done).

Include the client in treatment plan-

one to nine mental disorders in addition
to alcoholism (Astley et al., 2000b); the
most common was phobia (76 percent).
Forty-four percent of the women had
mental disorders diagnosed by the age of

ning/modification, and build family/
caregiver meetings into the plan as well,
with a clear purpose and agenda.
Recognize that some family members
may also have an FASD, and work with
8 years. them accordingly.

* When possible, include the family or « Incorporate multiple approaches to
caregivers in activities, such as parent learning, such as auditory, visual, and

education about FASD and substance tactile approaches. Avoid written exercises

providing care for an individual with an role-playing, and using audio- or video-
FASD and a substance 3‘?“‘56 or mental recording for playback/reinforcement
health problem (e.g., avoiding power of learning. Use multisensory strategies,

The Navigator

A person who has impaired vision is given a seeing eye dog. A person with impaired hearing is
given an interpreter or a hearing aid. These external devices are necessary for the person with
physical impairments to be able to function to maximum potential in life.

The person with an FASD has a physical impairment in the area of the brain, particularly the
forebrain or frontal lobes, which regulate the executive functions. A navigator refers to the
presence of another responsible person (parent, teacher, job coach, sibling) who can mentor, assist,
guide, supervise, and/or support the affected person to maximize success (which may need to be
redefined as the avoidance of addiction, arrest, unwanted pregnancy, homelessness, or accidental
death).

Because some individuals with an FASD may appear to be bright and normal, the disability that is
brain damage may only be apparent in test results, or in actions that place the person at serious
risk. It is the risk of danger to the person and to others that makes a navigator such a useful

and important concept. A navigator can seem like a form of enabling or an encouragement

of co-dependency. More accurately, however, a navigator is an appropriate form of advocacy

to ensure that the individual receives whatever assistive devices are needed for him or her to
participate in life in as normal a capacity as reasonably possible.

For many individuals with an FASD, the navigator can be someone with whom they “check in” on a
regular basis, or vice versa. For others, the navigator will play a more constant advocacy role, and
may share the role with others. (See Vignette #9 for an example of a father playing the role of a
navigator, and sharing the role with a coach and one of his son’s relatives.)

Adapted from: Kellerman, T. (2003). External brain. Accessed June 5, 2012 at http://come-over.to/FAS/externalbrain.htm.



such as drawing, painting, or music, to
assist the client in expressing feelings.
These strategies take advantage of skills
that many individuals with an FASD
have. They can also help the client share
difficult feelings that may be hard to talk

about, such as fear and anger.

* Consider sensory issues around light-
ing, equipment sounds, and unfamiliar
sensations and smells. Individuals with
an FASD can be very sensitive to these
environmental factors.

* Arrange aftercare, and encourage family/
caregivers to participate in a support
group to continue to learn parenting skills
and to be encouraged in the recovery pro-
cess (see Step 6, Transition and Connection
to Community Supports).

Counseling Strategies
Due to the cognitive, social, and emotional
deficits seen in FASD, counseling clients with
these conditions requires adaptability and flex-
ibility. Research data, clinical observation, and
caregiver reports all suggest that it is crucial
to tailor treatment approaches. Traditional
approaches may not prove optimally effec-
tive, and more effort may be needed to convey
basic concepts and promote a positive thera-
peutic relationship and environment. The fol-
lowing are recommendations designed to help
providers:

* Set appropriate boundaries;

* Be aware of the client’s strengths;

* Understand the impact of any abuse the
client has experienced;

* Help the client cope with loss;

* Address any negative self-perception
associated with an FASD;

* Focus on self-esteem and personal issues;
* Address resistance, denial, and acceptance;
* Weigh individual vs. group counseling;

* Consider a mentor approach; and
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* Assess comprehension on an ongoing
basis.

Boundaries

Establishing a trusting and honest relationship
while maintaining boundaries is important
with any client. Because persons with an
FASD often lack social skills and have social
communication problems (Kodituwakku,
2007; Greenbaum et al., 2009; Greenspan,
2009; Olson & Montague, 2011), they may
breach boundaries by making inappropriate
comments, asking inappropriate questions,

or touching the counselor inappropriately. To
set boundaries, it may help to have the client
walk through the rules and expectations and
demonstrate expected behavior. Frequent role-
playing can help the client learn to apply con-
cepts and figure out how to respond to various
situations.

Persons with an FASD frequently experience
difficulty with memory (Rasmussen, 2005;
Riggins et al., 2012). Added to this, they may
be able to repeat rules but not truly under-
stand them or be able to operationalize them.
Thus, it is important to review rules regularly.
It is much more effective to limit the number
of rules, review them repeatedly, and role-play
different situations in which the person will
need to recall the rules. Repetition is key.

Strengths

Many people focus on the deficits in persons
with an FASD, but they also have many
strengths. Some of these can be used in the
treatment setting as part of counseling. Family
may be a strength area: Parents report their
children with FASD were engaged with

their families and willing to receive—and
even seek—help (Olson et al., 2009), as well
as demonstrating a willingness to provide
assistance with ordinary tasks (Jirikowic et al,
2008). Based on extensive clinical experience,
Malbin (1993) identifies a number of other
strength areas. For example, some people with
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an FASD are quite creative. They can express
themselves through art and music, which may
prove more effective than traditional talk ther-
apy. Other approaches may involve storytelling
and writing. These techniques can also be
used for practical matters, such as developing a
poster with treatment goals. In addition, visual
aids can assist by drawing on areas of relative
strength, so drawn or pictured goals may aid
recall better than a written or spoken list of
instructions.

History of Abuse
Given the risk of abuse among persons with
an FASD and among individuals with sub-
stance abuse and/or mental health issues, it is
likely that a client with a combination of these
will have some personal abuse history (Astley
et al., 2000b). The counselor working with
persons with an FASD needs to be sensitive
to the possibility of childhood abuse and other
forms of victimization, and their impact on
the counselor—client relationship. A common
theme that counselors need to be attentive to
is powerlessness, a theme often reflected in the
following types of client communications and
behaviors:

* Clients undervaluing their own

competencies.

* Clients viewing others’ needs and goals as
more important than their own.

* Clients’ inability to obtain nurturance and
support for themselves.

* Clients’ feelings of depression, anger, and
frustration about their lives.

* Clients’ low expectations for their own
success.

Loss and Grieving

All individuals with an FASD have experi-
enced losses in their lives. The fact that they
are not like their peers is a loss of the ability
to be like everyone else. Some have lost the
hopes and dreams of what they wanted to be.
Others lose their family or a secure future.

Some lose the opportunity for meaningful
peer relationships and friendships. These loss-
es can affect people in many ways and need
to be addressed. The counselor can help to
address these areas of loss through a number
of strategies:

* Use active listening strategies, such as

repeating what the person has said;

* Be honest;

* Raise awareness of experiences of separa-
tion and loss;

* Acknowledge and validate losses

experienced,;

* Acknowledge the client’s feelings about
loss;

* Avoid “good parent/bad parent” issues;
* Encourage communication; and
>

* Refer for further treatment (e.g., mental
health) when necessary.

Self-Perception

Self-perception is a major issue with FASD.
Despite the advent of the disease model, many
people still view alcohol problems as a sign

of moral weakness or a character flaw. This
negative stereotype can be particularly severe
in relation to pregnant women who drink,
making the topic difficult to discuss (Salmon,
2008). Added to this, the negative judgment
toward the mother may also be visited on the
child. A counselor needs to be aware of this,
and approach the issue carefully and sensitive-

ly if he or she suspects a client has an FASD.

Given their cognitive, social, and emotional
deficits, persons with an FASD may think
they are powerless to change. It is important
to work through this issue with the client.
They need to understand that they are not
responsible for their disability and that they
deserve respect. They also need to know that
change is possible.



Self~-Esteem and Personal Issues

The combination of abuse, loss, grief, and neg-
ative stereotypes can lead to self-esteem issues
in any individual. Self-esteem is regularly an
issue for individuals with an FASD (Olson,
O’Connor, & Fitzgerald, 2001). Those who
also have substance abuse or mental health
problems face a double-edged sword: Their
self-esteem can be damaged by their experi-
ence with an FASD and by their substance
abuse or mental health issue. The clinician
can use several strategies to help address self-
esteem and personal issues:

* Use person-first language. An FASD
may be part of who a person is, but it is
not the person’s entire identity. Someone
can have an FASD, but nobody is an
FASD.

* Do notisolate the person. Sending
persons with an FASD out of the room
to think about what they have done or
responding to issues in a group session by
simply ejecting them will often increase
their sense of isolation and does not help
them learn appropriate behaviors.

* Do not blame people for what they can-
not do. Demanding that people repeat-
edly try to do things they cannot do is a
lesson in frustration. It is important to
have patience and understand individual
limitations. People with an FASD may
need something repeated several times
because they have trouble remembering,
not because they refuse to pay attention.

* Set the person up to succeed. Measures
of success need to be different for dif-
terent people. It is important to identify
what would be a measure of success
for the individual with an FASD and
reinforce successes in concrete terms (e.g.,
“You did a great job of being on time for
our session today. Thank you.”) Training
in social skills, anger management skills,
and relaxation skills can help. In order for
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skills-building programs to be most suc-
cessful for the person with an FASD, they
need to be repeated periodically.

Resistance, Denial, and Acceptance

Individuals who have or may have an FASD
may deny that they have a disability. Although
some are relieved to know the cause of their
difficulties, others may struggle to confront
or accept their situation. The counselor needs
to take time to help the person cope with the
lack of understanding that often surrounds
FASD. Women with an FASD, for instance,
may fear becoming like their mothers and
having a child with an FASD. An individual
with an FASD may have difficulty with for-
giveness of the birth mother, or may feel that
it is inevitable that they will pass on FASD to
their children. Counselors should reassure cli-
ents that they are not responsible for their dis-
ability, help them resolve their feelings about
the birth mother, and educate them about the
science of their condition (i.e., that it is not
inevitable that they would pass on the condi-
tion). This process may take awhile, and the
person may drift back and forth from accept-
ing the disability to denying it. Exploring the
reasons for the denial and understanding the
client’s fears can help.

Individual Counseling vs. Group Sessions
Individuals with an FASD may struggle to
tunction in a group setting. Studies have
shown increased levels of sensory sensitivities
in this group, at least for children (Jirikowic
et al., 2008). Clinical observations suggest
individuals with an FASD can become over-
whelmed by sensory input from large groups,
noise, small spaces that cause crowding and
touching of others, and visual distractions.
Given the executive function deficits that are
common in this clinical population, individu-
als with an FASD may not be able to process
everything in the discussion and become lost.
They may also ‘talk too much,” and/or not be
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able to effectively convey their feelings and
ideas in group discussions.

Individual counseling may be needed to avoid
some of the issues that arise in clients with
an FASD who lack social skills and find
group settings confusing or overwhelming.
Talk therapy can be modified to incorporate
role-playing, practice dialogues, play therapy,
art therapy, and other methods that can draw
on the strengths seen in individuals with an
FASD. Printed material may be helpful, but
should be written in simple language with a
clear, non-distracting page layout.

If group work is necessary, the counselor
can assist the client who has or may have an
FASD by making some accommodations:
* Explain group expectations concretely and
repeat these ideas often.

* If a person monopolizes conversation or
interrupts, use a talking stick as a concrete
visual reminder of who should be speak-
ing. Hand the stick to the person whose
turn it is to speak and pass the stick to
others as appropriate.

* Give the person time to work through
material concretely within the group time
so he or she can ask questions or you can
check understanding of material. The
client may need extra time to process
information. Listen for key themes to
emerge slowly through the person’s talk
and behaviors.

* Allow the client to get up and walk
around if he or she gets restless.

* Use concrete representations, such as
marking the floor, to show the concept of
boundaries.

* Make adaptations for the whole group to
avoid singling out the client.

Use of a Mentor

Programs that work with individuals with
an FASD have found that mentoring can be

effective, as it provides a consistent, stable,
one-to-one relationship and allows for the
development of a personal bond with a trained
individual who has knowledge and experi-
ence working with those who have an FASD
(Malbin, 1993; Schmucker, 1997; Grant et
al., 2004; Denys, Rasmussen, & Henneveld,
2011). A mentor can:
* Assist with the development of concrete
and consistent rules and goals that will
guide behaviors in specific situations;

* Improve comprehension in discussions
with others (e.g., providers or other
clients); and

* Assist with the development of per-
sonal scenarios for the adult to work out
responses and practice through role-play.

Ongoing Assessment for Comprehension of
Information
Extensive clinical observations reveal that
individuals with an FASD may appear to
understand when they do not. Parents often
say their family member with an FASD “just
doesn't get it.” This means that individuals
with an FASD may repeat information with-
out actually understanding the content, and so
will be unlikely to follow through. Because of
this, it is important to provide consistency and
re-check the retention of information often:

¢ Ask the client to summarize what you

have said.

* Review written material, such as rules, at
each session.

* Do not assume that the client is familiar
with a concept or can apply it simply
because you have reviewed it multiple
times; have discussions that explore their
understanding beyond simply being able

to repeat the COl’lCCpt.

Clinical wisdom holds that the only consis-
tent thing about FASD is that those who are
affected behave inconsistently. This means,
for example, that a client may demonstrate



that they know something on Monday, but
have trouble recalling that same informa-
tion on Tuesday. The clinician can benefit by

following the rule to: REPEAT, REPEAT,
REPEAT.

Sexual Abstinence, Contraception, and

Pregnancy
Adolescents and adults with an FASD should

be well informed and consulted about deci-
sions regarding abstinence, contraception, and
pregnancy. There are many ways to support
pregnancy, delivery, and parenting by an indi-
vidual with an FASD. The client may have
questions about whether or not the FASD can
be passed on to any offspring; caregivers must
clarify that only prenatal exposure to alcohol
can cause an FASD. If the client has children,
the parenting skills taught to the client should
account for the possible presence of an FASD
in both parent and child; the skills learned
must be appropriate to each of them and work
for each of them.

Clinical experience reveals that women with
an FASD can be vulnerable to exploitation
and unintended pregnancy (Grant et al., 2004;
Merrick, Merrick, Morad, & Kandel, 2006). It
can be difficult for them to use contraception
effectively due to memory lapses, problems
following instructions, or difficulty negotiating
contraceptive use with a partner. Counselors
can help clients evaluate their family planning
needs and assist in obtaining reliable, long-
term birth control methods.

Although it may be unusual in a treatment
setting, very practical and basic assistance may
be important for a woman with an FASD.
The counselor may need to accompany the
client to a doctor’s appointment to help her
understand her options and choose the best
one. One study found improved use of contra-
ception among young women with an FASD
by implementing a community intervention
model of targeted education and collaboration
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with key service providers, and by using para-
professional advocate case managers as facili-
tators (Grant et al., 2004).

Clinical consensus based on evaluation of
common behavioral characteristics of FASD
suggests that the causal relationship between
HIV/STDs/viral hepatitis and substance use
disorders may be heightened among those
who also have an FASD. Care plans for indi-
viduals with an FASD entering substance
abuse treatment should include communicable
disease assessment.

Medication Assessment

In some cases, medication options may be
appropriate to treat some of the functional or
mental health components of FASD (Coe,
Sidders, Riley, Waltermire, & Hagerman,
2001). The counselor may want to refer the
client for an assessment to determine whether
he or she can follow a regimen of taking a pill
every day or getting a shot every few months.
It is also important to consider the possible
physical impact, since persons with an FASD
may have health problems and be prone to
side effects. Medications for individuals with
an FASD may not work at rates similar to
other populations and/or may require differ-
ent dosages to work (O’Malley & Hagerman,
1999). Including a mentor or supportive fam-
ily member in the discussion may help the
individual with an FASD to be more comfort-
able asking questions and better understand
what is being said.

Job Coaching

In a study of 90 adults with a diagnosed form
of FASD, most had some work experience
but the average duration was only 9 months
(Streissguth et al., 1996). Some of the general
barriers to successful work for people with
disabilities are external; discrimination by
employers, co-workers, and family, transporta-
tion issues, completing applications and job
testing, social skills, and the lack of support
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at interviews. Other barriers are internal, and
need to be addressed early on in the vocational
process; self-esteem and self-worth, fear of
success, self-sabotage, and having a realistic
view of strengths and career goals. All of

these internal factors affect career choice, self-
presentation at the interview and the job, and
ultimate vocational success (Fabian, Ethridge,
& Beveridge, 2009; Leon & Matthews,

2010). These issues should be addressed
through counseling and skills-building prior to

standard vocational tasks.

A job coach or vocational rehabilitation coun-
selor may need to remain involved with an
individual with an FASD beyond the time
when he or she seems to “know” the job, and
be understanding if the individual has days or
situations in which he or she can’t remember
what to do or gets overwhelmed. Individuals
with an FASD may do well enough on a job
that a coach or counselor decides they “get it”
and stops providing support, when in fact it
was the support that enabled success.

Vocational Rehabilitation

Vocational Rehabilitation should be viewed as
an interdisciplinary team process. It may be up
to a parent or caregiver to coordinate informa-
tion. The team may include a physician for
medical and health issues, an occupational/
physical therapist, a psychologist for counsel-
ing to address some of the above issues, teach-
ers, case managers, and job placement agencies
(Gobelet, Luthi, Al-Khodairy, & Chamberlain,
2007). Some adults and families will choose
sheltered workshops because of concerns about
safety, transportation, long-term placement,
work hours, maintaining disability benefits,
social environment, and work skills issues
(Migliore, Grossi, Mank, & Rogan, 2008). At
the same time, the majority of adults with an
intellectual disability prefer integrated employ-
ment over sheltered workshops, regardless of
disability severity (Migliore, Grossi, Mank, &
Rogan, 2007).

Special Considerations for Adolescents Who
Have or May Have an FASD

It is important to remember that adolescents
are quite different from adults, and adolescents
with an FASD differ from teens that develop
in typical fashion. Adolescents with an FASD
may function at social and emotional levels
well below their chronological age, with an
uneven cognitive and physical profile (some
skills less impaired than others). The treat-
ment process must incorporate the nuances

of the adolescent’s experience. In modifying
treatment plans for adolescents with an FASD,
it is important to consider cognitive, emotion-
al, and social limitations, as well as risk factors
that led to their substance abuse or mental
health issue. Many youth with an FASD have
grown up in less-than-ideal environments,
facing parental substance abuse, economic
deprivation, abuse, and multiple foster care
placements. These situations can increase their
risks for substance abuse and mental disorders.

A summary of clinical and empirical evidence
shows that adolescents will commonly exhibit
learning and behavior challenges, especially in
adaptive function (getting along from day to
day), and in remaining organized and regu-
lated (Streissguth et al., 2004; Spohr, Willms,
& Steinhausen, 2007). They often learn
information slowly (especially what is said to
them), tend to forget things they have recently
learned, and make the same mistakes over

and over. They can often have trouble shift-
ing attention from one task to another. Like
those with ADHD, they may be impulsive
and find it hard to inhibit responses, and may
be restless or even obviously hyperactive. In
general, they may have trouble regulating their
behavior. Even though adolescents with FASD
may be talkative, they have social communica-
tion problems (such as leaving out important
details or explaining things in a vague way).
Adolescents with FASD tend to show poor
judgment, are suggestible (and therefore easily
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Treatment Tips From the Field

In addition to the guidance provided in this chapter, providers in British Columbia provided the following
anecdotal suggestions for effective programming for individuals who have or may have an FASD.

Treatment ¢ If medication is used, simplify medication schedules and provide support.
Planning e Avoid using students as therapists.
* May reinforce loss issues related to childhood/youth.
e May not be skilled with FASD.
¢ Reassess concepts of dependency and enabling.
e Use reminders.
e Use texting to provide reminders and stay connected.
e Find something that the person likes to do and does well (that is safe and legal)
and arrange to have the person do that regardless of behavior.
e Create “chill-out” spaces in each setting.
¢ Be creative about finding ways for the individual to succeed.
e Establish achievable, short-term goals.
e Reconsider zero-tolerance policies.
® Be consistent in appointment days and times.
e Consider shorter, more frequent meetings or sessions.
* Arrange for someone to get the person to appointments for at least 6
months.
* Have the meetings on the same days each week.
e Discuss each meeting with the person.
e Use open meeting times, if necessary.
Assisting e Have pictures of the counselors on their office doors.
Navigation e |dentify possible buddies (e.g., family, friends, church or other organizations) to
and Success ensure the client gets to appointments, etc.
e |dentify persons who are appropriate supports for the client, as well as persons
who are not helpful.
e Program important numbers and reminders into their cell phone for them.
Language ® Do not use metaphors or similes.
® Do not use idiomatic expressions and proverbs.
e "A day late and a dollar short.”
e “People in glass houses shouldn’t throw stones.”
e Don't use sarcasm, and be careful about joking with the person.

Source: Rutman, D. (2011). Substance using women with FASD and FASD prevention: Service providers’ perspectives on prom-
ising approaches in substance use treatment and care for women with FASD. Victoria, British Columbia: University of Victoria.

influenced by others), and show immature Treatment Plan Modification

social skills. Because of this, they may be too It is generally believed that traditional forms
friendly with people they do not know well, of therapy, such as “talk therapy,” are not the
too trusting, and have difficulty recognizing most effective choice when working with
dangerous situations. adolescents with an FASD. Their cognitive
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Adolescent Development Issues in FASD

The following table outlines some of the more common developmental delays and deficits
experienced by individuals with an FASD through the adolescent years (ages 12-21), and useful
treatment approaches. This table is based on an expert clinical consensus.

Normal Development

Ability to evaluate
own behavior in
relationship to the
future

Understanding
consequences of
behavior

Age Range:
12-21

FASD

Lack of connection
between thoughts,
feelings, and actions

Intervention

Repeated skills training with
role-playing and videotaping;
videotaping of person'’s
behavior

Importance of peer
group

Difficulty resisting
negative peer influences

Connect person with pro-
social peers, mentors, and
coaches

Development
of intimate
relationships

Difficulty with accurately
interpreting social cues
(e.g., words, actions,
nonverbal cues)

Social skills training; repeated
discussions of sexuality and
intimacy as appropriate

deficits prevent them from developing insight
or applying lessons to their real lives. However,
with creativity and flexibility, a treatment plan
can be developed that includes techniques
counselors are familiar with and comfortable
with, adapted to fit the needs of the client
(Baxter, 2000).

Addressing Peer Influences

Clinical observations indicate that adoles-
cents with FASD are socially immature, and
research documents that adults with FASD
are more suggestible (Brown et al., 2011).
Developmental literature makes clear that peer
influences are important in the adolescent
stage, and that deviant peer influences can lead
to antisocial behavior. The counselor should
address issues such as peer pressure in treat-
ment to set the stage for less risky behavior
outside treatment. Linking an adolescent with
an FASD with a mentor is a sound treatment
strategy.

Ongoing Assessment for Comprehension of
Information

As with adults, it is important to check often
to make sure the adolescent client understands
what has been said. Ask the client to sum-
marize what you have said. Review written
material, such as rules, at each session. Repeat,
repeat, repeat, even if the client says, “You've
told me this a hundred times.”

For adolescents, applying concepts can be
difficult. Cognitive deficits, the frustration of
having an FASD, and typical teen rebellion
can make communication especially hard.
Role-playing different situations, providing
opportunities to share and process feelings,
and giving the client time to process infor-
mation is important. It also may help to use
alternative methods of expression, such as
drawing, to assist the client in sharing his or
her understanding.



Educational Support (IDEA and FAPE)

The Individuals With Disabilities Education
Act (IDEA) entitles every young person to a
ftee and appropriate public education (FAPE)
in the least restrictive environment. If the cli-
ent is eligible, this can continue until age 21.
If you have a client who has or may have an
FASD and is in school, it is important to con-
sult with the school regarding any provisions
in that client’s individualized education plan
(IEP), either those identified by the school
that should be carried over to treatment or
vice versa. In a study of 120 children undergo-
ing FASD diagnosis at a Washington State
FAS DPN clinic, Jirikowic and colleagues
(2010) found that over 90 percent did require
intervention recommendations associated with
their educational plan.

In the outpatient setting and during aftercare,
it is a good idea for the psychologist to consult
with the school counselor or case manager

(if the client has one) regarding educational
needs. Areas such as social skills may be
addressed in the IEP, and are important to
address during treatment and as part of after-
care. It also helps to be aware of any academic
issues that may affect the client’s treatment,
such as stress about academic performance or
difficulties with classmates.

Parents may not be aware of the laws regard-
ing education of children with disabilities and
may feel overwhelmed. They may be having
problems dealing with their child’s school and
wonder what to do. The counselor can help by
informing the client and family about IDEA
and FAPE requirements and helping outline

possible interventions to suggest to the school.

The U.S. Department of Education provides
an online overview (http://www2.ed.gov/
about/offices/list/ocr/docs/edlite-FAPE504.
html) of the stipulations of FAPE and who
qualifies for educational support under its
terms.
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In addition, vignette #10 in Part 1, Chapter 3
of this TTP discusses some of the key aspects
of developing an IEP for an individual who
has an FASD.

Psychosexual Development

Early and ongoing social experiences play

a key role in psychosexual development.
Adolescent tasks include having and maintain-

ing intimate relationships, managing complex
emotions and social situations, and developing
independent thinking. The adolescent with an
FASD may not achieve these milestones all at
the same time, at the usual age range, or at all.
Many adolescents with disabilities are delayed
or prevented from achieving these goals by
social isolation or a variety of functional limi-
tations. Social skills may be broken down into
manageable tasks, just as in every other area
of instruction. This includes the basics first,
such as mastering appropriate greetings, eye
contact, body language, personal space, self-
advocacy skills, and telephone and computer
skills. A foundation in some or all of these
basic skills will allow for the development of
more complex skills. Mentors and peers may
be very effective in this regard.

Vocational Coaching
Young adults with a disability need advocacy

and support with a variety of new agencies
and support services throughout the transition
and adult years. A life skills curriculum should
include how to use the internet to search for
employment and employment enhancement
services, awareness of issues associated with
safe work environments, interviewing strate-
gies, appropriate use of medication, managing
finances, dealing with workplace routines and
expectations, being cautious about at-risk
situations, and knowing when to ask for help
(Winn & Hay, 2009). Role-playing each of
these skills with the client will be beneficial.
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Counselor Self-Assessment

Working with clients with an FASD can raise issues for you, the counselor. You might feel resentment about
being “stuck” with such challenging clients, or harbor negative attitudes toward women who drink while
pregnant. The client with an FASD can trigger feelings of guilt and shame in a counselor who drank while
pregnant or has a child with an FASD.

Understanding how to cope with clients with an FASD can help the counseling professional serve such clients
more effectively. Olson and colleagues (2009) have underlined the importance of the need to Reframe,
Accommodate, and Have Hope for caregivers raising those with FASD. These same strategies can help
counselors, and are combined with the recommendations of Malbin (1993) and Schmucker (1997) to create
the following recommendations for counselors providing FASD-related services.

REFRAME

Reframe your perception of the person’s behavior. He or she is not trying to make you mad
or cause trouble. He or she has brain damage and may have a history of abuse or other family
dysfunction. You need to explore behaviors, stay patient, and tolerate ambiguity.

e Understand that FASD involves permanent brain changes.

® The client is not refusing to do things. He or she can’t do them or does not understand what
you are asking him or her to do.

e Clients often are not lying purposely. They are trying to fill in gaps in memory with their own
information.

* Perseverating behaviors are an attempt to control or make sense of their own world.

e Transition and change are very difficult for the person with an FASD. Acting out when things
change may be a reaction to fear of transitions or difficulty processing change.

ACCOMMODATE

e Expect to repeat things many times in many ways. Clients with an FASD may ask the same
question every time you see them. Remember that these clients have cognitive deficits. They
are not asking just to test your patience. Be patient and avoid looking bored going over the
same information multiple times.

e Use a written journal or goal sheets to remind people how far they've come and where they
are headed. Due to their memory difficulties, clients with an FASD will not always remember
what supports or programs have been developed with them or their goals. Keep a positive
attitude and focus on what the person has accomplished, rather than on goals yet to be met.

* Realize that there is no set approach; what works one time may not work the next. As part of
the dysfunction of FASD, the client may experience things differently day to day or even hour
to hour, and variability is the norm. Keep an open mind and be flexible. Avoid statements such
as "But it worked last time.”

HAVE HOPE

* Be good to yourself. Even with a realistic plan and an established routine, nothing is perfect.
Things change and setbacks occur. By expecting bumps in the road of a person’s journey
through life, we can learn to not take these dips personally. By offering the person with an
FASD nonjudgmental and informed support, we offer hope.

¢ Know yourself, and take the time to reflect on your comfort level in dealing with issues
surrounding FASD. Gain knowledge if needed. Gain comfort in tackling the subject by role-
playing with colleagues. Know your limits and get outside help or referrals as required. Plan to
connect to appropriate community resources.




Thinking Ahead and Planning for the Future
It is important to think ahead and plan for

the future with adolescents and young adults
with FASD. If they are able to build an inde-
pendent life, counselors can help the client
learn how to self-advocate and self-monitor,
and should communicate these skills to the
client’s caregivers, as well. It is important to
think ahead about education on topics such
as (1) safe sex; (2) communicating clearly
with partners about consensual activity; (3)
use of cigarettes and alcohol; (4) use of illicit
substances, such as marijuana and drugs; (5)
the consequences of criminal activity; and (6)
ideas of what to safely do when the individu-
als goes through times of feeling irritable and
negative (calming strategies).

5. Working with the Family

Introduction

Multiple studies have spoken to the value of
involving the family in the treatment of an
individual who has or may have an FASD,
if possible (Schmucker, 1997; Grant, Ernst,
Streissguth, & Porter, 1997; Olson et al.,
2009; Olson, Rudo-Stern, & Gendler, 2011).
Involving the family in planning, choos-

ing, and shaping services for the client has
become a key intervention concept in the
field of developmental disabilities, as greater
family involvement has been linked to better
outcomes (Neely-Barnes, Graff, Marcenko,
& Weber, 2008). Family-centered care is

also strongly advocated for individuals with
co-occurring mental health issues and a devel-
opmental disability like an FASD (McGinty,
Worthington, & Dennison, 2008).

As with many clients in substance abuse and
mental health settings, it is advisable to take

a broad view of family. Many individuals with
an FASD will have resided with foster parents
and/or in kinship care (foster and adoptive
scenarios being the most common), and care
scenarios may extend well beyond the more
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typical ages of independence, like 18 or 21.
Ultimately, who the client chooses to see as
family or as the important caregiver in their
life should be incorporated into the process, if

possible.

As the table on the next page makes clear,
involving the family can be as much about
meeting their needs as the client’s. The most
frequently unmet family needs can be met
with emotional support and, later in the coun-
seling relationship, offering opportunities to
“look forward” to the future and discuss both
hopes and worries. Other frequently unmet
needs can be met by helping caregivers find
methods for self-care and respite. FASD
education and appropriate intervention will
meet other common needs, but may be less
important (at the start) than support and
direct assistance to help understand and meet
caregivers’ own needs.

Approaching the Family

It is imperative to obtain permission to
approach family on the topic of an FASD.

If the birth mother is still involved in the
individual’s care and is not aware of the pos-
sibility of an FASD, it is vitally important not
to make her feel shamed or judged. The coun-
selor should be prepared to address feelings of
guilt. The family may also experience many of
the feelings of anger, grief, and loss that the
client experiences. All members of the family
should be made to feel as comfortable as pos-
sible expressing these feelings.

If the family agrees to be involved, there are

a number of ways that the counselor can
support both them and the client. It is vital

to use “reframing” to help the family better
understand the client’s behaviors as being at
least partly caused by brain-based disabilities
(Olson et al., 2009). A positive view of the
affected individual, of the relationship between
the caregiver and the individual, and of the
caregiver process has been associated with
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Top Unmet Needs for Caregivers

Raising Children who have FASD and Behavior Problems

Percentage Indicating
Need is Unmet

Type of Family Need

69.2% Discuss feelings about my child with someone who has gone
through the same experience.
61.7% Have help in preparing for the worst.
60.8% Have enough resources for myself or the family.
58.8% Have help in remaining hopeful about my child’s future.
58.0% Get a break from my problems and responsibilities.
55.8% Be reassured that it is usual to have negative feelings about
changes in my child’s behavior.
52.9% Have complete information on my child’s thinking problems.
51.0% Be shown what to do when my child is upset or acting strange.
48.1% Be told why my child acts in ways that are different, difficult or
strange.
47 1% Have different professionals agree on the best way to help my
child.
47 1% Pay attention to my own needs.
‘Important’ is defined as parent report that a need was ‘important’ or ‘very important’ (where
there were two other levels indicating less importance). ‘Unmet’ was defined as parent report
that a need was met ‘not at all’ or ‘a little’ (where there were two other levels indicating that a
need was met more completely). ltems shown here were the most frequently endorsed items;
the remaining items (of 20) received far less frequent endorsements.

Source: Olson, H. C., Oti, R., Gelo, J., & Beck, S. (2009). “Family Matters:"” Fetal Alcohol Spectrum Disorders and the family.

Developmental Disabilities Research Reviews, 15, 235-249.

more positive outcomes for the individual and
family (Blacher & Baker, 2007). The counselor
can then help the family reach out to extended
tamily and friends to help them reframe the
situation. Reframing can help everyone more
positively understand the client’s behavior,
and appropriately adjust the home and school
environments. Treatment approaches that
stress problem-focused management and stress
reduction may be a useful addition to parent
training (Olson et al., 2009). Other sugges-
tions include:
* As with the client, review the diagnostic
report thoroughly with the family (if it
is available). Chapter 3 of Part 1, Clinical
Vignettes, contains a vignette illustrating
this process.

* Help the family arrange for respite care or
a community support worker: Caregivers
may feel stressed or burned out by the
responsibilities of caring for someone

with an FASD.

¢ Assist family in coming up with ways
to educate extended family and friends
about FASD to help them understand
the client’s behaviors and adjust the home
environment accordingly.

* Connect family and friends with support
groups or other community resources (see
Step 6).

* Help find long-term mentors for clients.
Family members or friends who have
become exhausted or burned out dealing

with an FASD may be willing to help



after a mentor has stepped in for awhile
and the client has made progress.

* Encourage parents and caregivers to
maximize independence, even if they are
used to “helping” or completing tasks for
the client.

* Help the family access needed services
and supports (see Appendix G, Services
and Supports Checklist, for a list that can
be used as a worksheet).

The Families Moving Forward Program inter-
vention is a scientifically-validated behavioral
consultation program tailored for families
raising preschool and school-aged individu-
als with FASD or confirmed prenatal alcohol
exposure. The intervention includes methods
and materials that appropriately trained coun-
selors can use when working with families of a
client who has an FASD, even if the client is
older (http://depts.washington.edu/fmffasd).
See Appendix ¥, Sample Crisis/Safety Plan, and
Appendix G, Services and Supports Checklist,
for materials that have been adapted from the

Families Moving Forward Program for this
TIP.

If the client had an existing diagnosis of

an FASD before presenting in your setting,
involving the family is still valuable. Caregivers
are probably already well-versed in FASD and
the difficulties of obtaining effective services,
and can be as much of a resource of informa-
tion for the counselor as the counselor is for
the family.

6. Transition and Connection to
Community Supports

Transitional Services

Part of the counselor’s role is to prepare for
discharge of the client. This involves working
to establish a network of community resources
and providers of service who will continue to
provide support and advocacy when your role
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is complete. Providing these supports with
education about FASD and the client’s unique
patterns of behavior is an important part of
successful transitioning. See Appendix G,
Services and Supports Checklist, for a worksheet
that can be used to quickly identify linkages
the counselor and client may want to explore.

Network of Providers

Counselors need to be familiar with avail-
able resources in the community, such as
psychiatrists, social workers, developmental
disability providers, and physicians. Counselors
can include referrals to these resources in the
transition plan and work with case manag-
ers at their facility as appropriate. For clients
who are still in school, it is also important to
consider the transition to school, and to work
with school administrators and/or the school
counselor to determine how best to address
the client’s ongoing needs within the school
setting.

It may also be necessary to consult an advocate
or legal representative if the client has had any
legal problems. Adolescents with an FASD
can get pulled into illegal activity or manipu-
lated into relapses.

Mentorship

Locating a long-term mentor within the
person’s sphere of relationships can be
another way to support the transition process.
Providing tips and strategies for things that
have worked well with the client during treat-
ment can enable the mentor to provide sup-
port in the future (Schmucker, 1997). There
are also organized programs that can help to
identify mentors, though these resources are
scarce and differ by community.

If the family is involved in treatment and the
client had an existing diagnosis of an FASD
before treatment, it is likely that they will
have developed relationships with a variety of
providers and can thus potentially be a useful
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resource for information on services available
in the community. There are a number of
things that should happen during transition
planning that a parent or caregiver could help
to facilitate, such as introduction to the rel-
evant service providers and transfer of infor-
mation to those agencies.

Assessment of Living Skills/Planning for
Safety

Even if taught as part of treatment, basic
functional living and social skills will need to
be re-assessed before transition to help the cli-
ent function more effectively and safely in the
community. The provider should work with
the client to:

* Assess ability to handle money, pay bills
and rent, buy groceries, etc. The clinician
can consider a representative payee, if
necessary.

* Anticipate housing needs: Will the cli-
ent live alone? With caregivers? With
others in structured housing or a group
setting? An individual with an FASD
is likely to need dedicated, long-term
caregiver support in any setting, but this
is particularly vital if they will be living
alone. Assistance is likely to be needed
with negotiating public transportation,
handling interpersonal relationships,
grocery shopping, and structuring leisure

time (Streissguth et al., 1996).
* Identify job desires and possibilities, as
well as what is needed for job success.
* Review appropriate social interaction.

* Review processes for checking whenever
the client is unsure of a situation or
response, or is in trouble.

* Ensure that learned skills are practiced in
the new environment.

* Continue supports at least until the client
adjusts to the new environment.

If a mentor, family member, or other caregiver
is identified for the client, Vignette #9 in Part
1, Chapter 3 of this TIP walks through the
process of working with that person or per-
sons to develop a personalized Safety Plan on

behalf of an individual with an FASD.
Connection to Community Supports

Both the client and the client’s family and
caregivers (if involved) can benefit from con-
nection to support systems in their communi-
ty. As with referral for assessment or diagnosis,
it is vital that the counselor actively assist the
client through transition to other providers
and follow up regularly to ensure client sat-
isfaction and full and open communication
between agencies and with the client (and the
client’s family, if they are involved in the treat-
ment process).

Appendix C, Public and Professional Resources
on FASD, provides links to a number of sup-
port organizations for individuals with an
FASD, including NOFAS (www.nofas.org),
the Birth Mothers Network (also known as
the Circle of Hope; visit the NOFAS Web site
and the FAS Community Resource Center
(http://www.come-over.to/FASCRCY/).

NOFAS can be a particularly valuable
resource, as it houses not only the Birth
Mothers Network but also an extensive affili-
ate network whose members provide a broad
range of FASD-related services to individu-
als and their families. In addition, NOFAS’s
“Living With FASD” page (http://www.
nofas.org/living/) contains links to financial
assistance programs such as Supplemental
Security Income (SSI), Social Security
Disability Insurance (SSDI), and Medicaid, as
well as family and mother support programs

such as Women, Infants and Children (WIC).

An emerging community resource for individ-
uals with an FASD is the Self-Advocates with
FASD in Action (SAFA) Network. Members



include individuals with an FASD and their
support persons. The SAFA Network provides
speakers and training on living with an FASD,
and also peer support for other individuals
and families coping with these disorders. The
SAFA Network can be contacted through
SAMHSA’s FASD Center for Excellence
(www.fasdcenter.samhsa.gov, or toll-free at

1-866-STOP-FAS).
[ob Support

Your local One-Stop Center (www.
careeronestop.org) may provide links to your
state Department of Labor and Workforce
Development, the local division for voca-
tional rehabilitation services, and/or specific
state initiatives for development of custom-
ized employment for people with disabilities.
For individuals with an FASD, customized
employment should include a protocol that
addresses their special needs.

Self-Help Participation

The person with an FASD will need support
to participate successfully in a 12-Step pro-
gram. Many areas of the country have “Double
Trouble” meetings; these are 12-Step self-help
groups designed to meet the special needs of
people with addiction and mental health issues
(Vogel, Knight, Lauded, & Maura, 1998).
Double Trouble meetings may be more flex-
ible about impulsive behaviors than routine
meetings. The counselor should be cautious
about referring a client who has or may have
an FASD into a self-help group, due to issues
of victimization as well as the possibility that
the individual’s special needs will not be met.

Another significant resource for people with
an FASD and co-occurring issues is the
recovery movement in the mental health field.
Recovery centers (also known as “drop-in”
centers) offer a variety of supports, groups, and
meetings in some areas.
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For more information on treatment
approaches with individuals who
have or may have an FASD...

Vignettes 5-10 in Part 1, Chapter 3 of this
TIP illustrate scenarios where a counselor
works with a client who has or may have

an FASD, or provides assistance to family
members/caregivers. In addition, Part 3, the
online Literature Review, also contains further
discussion of interventions, protective factors,
and co-occurring issues.
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