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FOREWORD

This curriculum is dedicated to my daughters and my friends’ children, young and grown

alike, and to all the families and parents (adoptive, foster, birth, permanent guardian and

kinship care), the children and adults with alcohol related disorders, and the caring

professionals I’ve met as all our paths have crossed in the field of FASover the past 15

years. I am thankful for everything you’ve taught me. I appreciate every one of you

You make my day, each day at a time.

It has been a tme honor to work with dedicated and inspiring people on this project.
research, clinical, administrative and technical support, I am extremely grateful to:

The Board & Administration of Childrens Center in Vancouver, Washington,
especially Janet Sherman, M.S,W., Retired Executive Director&

Pat Beckett, L.C.S.W., Acting Executive DirectoC
for their vision & support for this work;

Holly Crossen-Gibney, MS,, Research Coordinator,
Pacific University, Forest Grove, Oregon &

Linda Springsteen, B.S.,Research Media Assistant, Childrens Center,
without whom this project could not have sustained;

The research team, for expertise, ethical commitment to family voice,
participants’ needs & genuine transdisciplinary dialogue;

Jay Edwards, Ph.D., Pediatric Neuropsychologist & Researcher,
Legacy Emanuel Childrens Hospital, Portland, OR,

For

Barbara Morse, Ph.D., Research Consultant, FAS-Education Program, Brookline, MA,
Heather Carmichael Olson, Ph.D., Research Consultant, FAS Diagnostic& Prevention

Network, Seattle, WA, & Hank Bersani, Ph.D., Program Evaluator,
Western Oregon Universi~, Monmouth, OR

and to Don Watson, B.S., Tracey Johnson, M,S.W., Arezou Salamat, OTR,
Dr. Dan Lam, Dr. Bermet Gamer, and Dr. John Stirling,

Sally Guyer, B.S., & Km Roff, B.S. ,
for their service to children in the Special Needs Adoption Program-Childrens Centeq

The DCFS Vancouver Permanency Unit, & DSHS, Adoption Support Region 6 Staff
for collaboration and support of adoptive families in Clark County

and most especially, Elaine & Richard Graham, FAS Parent Mentors, Noble Publishing
Co., Vancouver, WA, and all the FAS Parent Mentors and special needs adoptive

families who tenaciously participated in our program andor research study;
and finally,

Robert Clark, Producer, Western Oregon University Media Center,
For dedication to our topic despite long hours.
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I also wish to acknowledge the contributions of colleagues; Suzie & Vivian Kuersbener, ●
Deb Evenson, Jan Lutke, Sterling Clarren, Sarojini Budden, Marcus Berglund, Barbara,
Ted & Rob Wybrecht, Martie Manty, Lynette Burke, Rita Marquez, Robin LaDue,
Carolyn Hartrress, Diane Malbin, Hillary O’Loughlin, Mary & Jay Renaud, Sandra &
Wayne McIlhenny, Sallie Rboad, Lonnie Locke,Vicky McKinney, Jocie DeVries, Ann
Wailer, Dorothy Beckwith, Mary DeBoever, Arrne Gibson and Patrick Dubray, Junior
Bettelyoun and Charles Schadd, George Prigatano, Robert Taylor and special

appreciation to Dr. David potter at Harvard Medical School for the beloved M.Marcel
Mesulam textbook. My deepest thanks to all of you for the hours and pages of theoretical
and practical discussion that have come together, afier 14 long years, in this collection nf
concepts.

Antonia Rathbun
Vancouver, Washington

September 27, 2002

●
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FACILITATORS GUIDE TO USING THIS CURRICULUM

This curriculum is the basis for holding a psycho-educational course to teach families
effective strategies for raising adoptive children with fetal alcohol syndrome (FAS) and
similar disorders. It is not a typical support group, but rather a teaching tool that follows
a structured group treatment framework. The overall goal is for parents to enhance
positive attachment dynamics that support resilience in the parent-child relationship so
that parents are better equipped to assist their child’s adaptive coping. Recognition of the
“culture” of cognitive diversity serves as the basis for expansion of anticipatory coping
skills, symptom management and proactive communication patterns that can improve the
family’s ability to develop unique solutions to their own particular challenges and their
child’s specific symptoms.

Someparents will attend this group only others will participate with respite providers ,
extended family members, or additional mental health supports for themselves and their
families. This guide is intended to provide both general guidelines as well as specific
suggestions for facilitating a successful group, based on over 12 years of experience,

The course contains four components, which are designed to be covered in 12 weeks
(three weeks per theme). A list of supplemental readings are provided. A certain amount
of homework, in the form of parent observations, is required. This is a vital part of the
curriculum, and families need to be engaged to complete these assignments. It helps to
be aware of possible learning differences among parents so that accommodations can be
used where needed, ie. to tape record their observations vs. writing them out, etc.
Modelling sensitivity to learning styles helps parents integrate such accommodations at
home and is a powerfil form of learning.

Please review all of the materials carefully, including this guide, before beginning the
process of facilitating a group, And, if at any time you have questions regarding this
curriculum, please contact: Antonia Rathbun at Childrens Center in Vancouver,
Washington, 360-699-2244 (fax 360-699- 1900).

Initiating a Group

Choosing facilitators – Facilitators should be clinicians, such as a Master’s level social
worker or therapist, a psychiatric nurse or a psychologist. However, it is recommended
that the clinician pair with a parent mentor, who has at least one year of adjustment after
diagnosis to living with a child with FAS or other alcohol related condition, The
facilitator may be a case manager with a minimum of five years experience with families
of children with disabilities, and educational background with rehabilitation medicine or
behavioral symptoms in children receiving special education. Experience working with
children who have traumatic brain injury or other developmental disabilities may be more
important than mental health training.

Advertising a new group – Group members maybe referred from a number of
sources, including schools, counselors, child development specialists,
general education or special education teachers and administrators, the
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mental health community, pediatricians and maternal-child health
workers, and the larger public health community. Group announcements ●
about the time, location, and purpose of the group can also be sent to
Court Appointed special Advocates (CASA), state Social Service
agencies, adoption permanency units, local parenting and adoption
organizations, the Department of Developmental Disabilities, the Arc, the
March of Dimes, Easter Seals and local Headstart or Early Childhood
Education and Intervention centers, and the juvenile justice system,
Information about the group can be placed in local newspapers and
newsletters, and posted in public places such as libraries, grocery stores
and childcare facilities.

Referrals – Participating families maybe legal foster-adopt parents (afier a
completed termination of parental rights) with adoption pending
finalization, permanent guardians, kinship care families, relative adoptions
or post adoptive families. In concurrent planning situations where it is yet
unclear if the child will be returned to the care of the biological parent, it
is best not to have biological parents in the same group with the placement
foster parents, to avoid ethical conflicts of interest. In the case of an open
adoption, where the biological parents actively maintain an ongoing
relationship with the child and the adoptive family, it is recommended that
biological parents have at least 1 to 3 years of continuous recovery to
enable them to benefit most from this course. Emotionally charged topics
such as grief are confronted, exposing families to one another’s varied
emotional reactions which ebb and flow over tie 12 weeks. Biological ●
parents need support to maintain relapse prevention when facing their own
and others’ grief and anger in group, However, as parents ally to face
these difficult and healthy reactions with honesty and compassion, the
child’s circle of support can strengthen, improving prevention and
intervention options, and reducing risk of subsequent of prenatal substance
exposure to the next generations.

Create a waiting list – As families call to register for the group, create a list
until the group is full. Ideally, families should have to wait no more than
6 weeks before there is a group they can join. Reminder calls one week
ahead, then two to three days before the begirming of group, help to ensure
good attendance.

Logistics – Planning and setting up for a group

Location – Ideally, choose a location that is central to the community and held in either a
secure public or private space. Hospitals will ofien donate the use of conference or
Community Education rooms. If your own agency has a conference room, that may also
be appropriate.

Room arrangement – Chairs around a table offer the most convenience,
enabling people to write easily or put things down. Offer simple
beverages, such as coffee and tea.
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Materials/handouts – Each section of the curriculum comes with
supplemental reading. For additional materials, please see the appendices,
and the bibliography,

Time – Evenings (6:30 – 8:00 p.m.) seem to work best for most families, with
Mondays through Thursdays the best days.

Confidentiality – All members need to understand and respect the need for
confidentiality of the meetings and the discussions/disclosures which take
place. This concept is introduced in the curriculum and discussed the first
session to emphasize its importance. The meeting room is kept closed and
private while group is in session, so that participants are free to speak
openly. The smaller the community, the more vital that all participants
appreciate and practice respect for one another’s privacy.

Accessible space – It is important the meeting space be physically accessible,
as many caretakers may be grandparents who have physical limitations.

Childcare – In our experience, it is not advisable to offer on-site childcare.
Children who have the types of disabilities represented by FAS rely
heavily on a consistent routine, which cannot be maintained in a childcare
situation. For families who were unable to obtain at-home chiidcare, their
parents would often participate in the groups in succession, one parent
taking it for 12 weeks followed by the other parent taking it the next time.
Men two different groups were offered during the same 12 week period,
parents often came on different evenings.

Putting together a group that work.

Intake from the agency – It is important to have an initial phone call with each potential
group member to ensure that tie group they wish to attend is appropriate for them, For
example, if the intake determines that either a parent or child is in an acute situation at the
time, then you would want to defer their participation until the crisis has been resolved.
(See appendix for examples of intake forms.) Once you have cleared a family to
participate, apprised them of informed consent and secured consent to treatment, obtain
the necessary legal releases and coordinate with any other therapists or concurrent
providers of care. It is best to be aware of your regional administrative codes as well as
federal regulations, such as HIPPA (Healthcare Information Privacy and Protection Act)
in order to honor confidentiality requirements of participants, It is not unusual that group
members might seek your assistance with advocacy or collaboration with existing
providers, necessitating completion of person-specific legal consents to permit release of
private information @ertaining to either the child’s if under age 11, or the parent).,

Size – Groups work best with a minimum of 5 participants and a maximum or
12.

Time use – Groups benefit from a 3 minute check-in from all members, which
enables the facilitator a glimpse of emerging concerns that maybe a
priority for therapeutic intewention, and provides parents who may have
particular urgent issues to ask for extra discussion time from the group.
Check-in should be brie~ a few sentences at best, to allow all group
members to be acknowledged and still maintain a focus on the curncuhrm
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as the course is psycho-educational, and finctions differently than a
process group. At the end of group, ask each participant to check-out by
describing one positive characteristic of their child. The idea is that

●
parents get used to airing concerns over problems, yet practice focusing on
the child’s strengths and positive qualities to help parents engage in
cognitive restructuring. Burnout and compassion fatigue involve
depression, with attendant black and white thinking, stimulus
augmentation, and affective constriction. Listening only to the
disappointment will not help parents back towards balance, though
considerable venting is needed. After venting, focusing them towards
gratitude and strengths actually helps them regain resilience and
perspective on their situation. Ending each group on a positive note is of
crucial importance for these families, Many comment later how this skill
was internalized from the group, and proves so useful it is internalized into
their maintenance habits over time.

Using the cumiculum –

Reading though the text – It is helpful to read aloud select handouts. Group
members often read a paragraph and pass to the next person to keep everyone
involved. Comments amidst the reading may deepen the group process,
however, it is wise to keep some members from monopolizing by maintaining
focus to the topic at hand, There is time in check in for parents to indicate
need for process time, and group members need to respect one another’s time
by reducing tangential monologues. Group members who tend to monopolize

●
or think out loud after every comment may benefit from getting together with
another parent separately for coffee during the week, or initiate a phone buddy
to have deeper conversations with, or use an FAS Parent Mentor’s help to
download grief or other reactions wherein more support might be needed for a
period of time.

Choosing additional materials to prepare – Many texts from the bibliography have
proved helpful. The Select Bibliography in the appendices lists some of past
group members’ favorite picks.
Audio visuals – Videos can be helpful when parents need real-life examples.

Video segments can help where parents have learning disabilities, ADHD,
and other conditions that interfere with processing the written curriculum.
Also, parents range of learning styles and need of information in various
channels can be acknowledged, discussed, and provides more practice in
applying acco~odation logic that can be modelled and shaped in their
parenting. mat parents are used to is professionals dictating to them
what is right, and it is less common that parents will have self-advocacy
skills for expressing their needs and preferences – thus, by learning more
and getting more from accommodations to help them practice the
principles in the course, they are actually rehearsing skills sets to pass on ●

-12–



to their children as needed, Parents found these videos so helpful, they
often checked out the films to share with extended family, their child’s
teachers and other school staffl

Videos for parents and professionals accompany this curriculum,
Also the first person “Interview with Beka McConnel~’ video.
“Worth The Trip” by ViolaHealth Communications.
“Journey Through the Healing Circle” Video series from the

State of Washington DSHS Resources Division.

Parent log – This a vital part of the curriculum which asks parents to make
their own observations of their child. It is intended to help them organize
and validate what they already know about their child’s behavior, and
enables them to put it to work. This decreases a parent’s sense of learned
helplessness, that there is nothing they can do to help their child. It
rebuilds resilience and parental confidence, and reframes complaints about
a child into a parent’s knowledge base, As Dorothy Beckwith eloquently
describes in her poem about parents and professionals, the difference in
power and role can have a negative impact on parents: “1 see, they
obsewe”. The log elevates parent perspectives into organized
“obsewations”, which helps concerns register with people less familiar
over time with the differences in intensity, frequency and/or duration
of symptoms that appear as behavior,

The following are some of the questions which are often asked by parents during the
course of a 12-week group, and suggestions on how to answer them.

Why don’t verbal explanations work (or what part of the brain does that)? Logic
and reasoning are the work of the frontal lobes. Alarm, arousal, calm and emotional
regulation involve the mid-brain area, where emotion and response may be coordinated
and responded to via two separate pathways involving different brain systems. One of
the pathways involves the prefrontal cortices where reasoning still occurs. The other
pathway activates reflexive responses run by the mid-brain’s systems that handle alarm
and fight or flight reactions.

Learning disabilities, gaps in processing across various linked systems, are not all found
in one area of the brain. When a child experiences a “bristle attac~ it is as though the
logical part of the brain (frontal cortex) stops responding for a while, It cannot respond,
Instead of persisting to try and get that part of the brain to respond, just try to calm the
mid-brain instead. When reasoning returns, pace your interaction with your child more
slowly than usual.

Neuroscientist Joseph LeDoux uses the analogy of a person walking through a forest as
dusk turns to dark. Walking along, the person sees a black line across the dim path, and
before he knows it, jumps back three feet. Why? His brain is “wired up” to make a
“quick and dirty” assessment: stick or snake? If it’s a stick, jumping won’t hurt or help
him, except he may not trip over it. However, if it’s a snake, the reflex just saved his life
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because the snake might have struck and bit him. Therefore it is adaptive that his brain
perfomed a rapid, course assessment and defaulted to the reflex pattern ofjumping
away, rather than using a more detailed search and comparison involving the frontal

●
cortex’s judgement and reasoning systems which would have taken 4 times longer. Did
he have the extra time to spare? Again, when it’s a stick, yes; but with a snake, probably
not. This example shows a main difference in the brain’s 2 routes of processing, which
are really there to provide the proper route under the proper circumstances.)

Though research has not yet identified what exactly may be happening for children with
alcohol related disorders when regulatory and information processing capacities are
compromised to varying degrees, the analogy above is useful in that small things seem to
set off some large reactions in the children. Routine stressors are not read as routine, and
their stress threshold for stimuli can become exceeded. Adding language adds stress
because logical problem solving centers are offline during stress episodes.

Where do I go for a diagnosis? (Have a list of local practitioners available, using
positive comments from other parents as a guide.)
Why does the school say my child doesn’t quafify for an IEP? Traditional
psychological assessments are a one-shot deal; many of your child’s most troublesome
symptoms wax and wane over the course of a day or a week. The school can’t see what
you see. The parent log is your documentation of your child’s needs.

How do I get my child to take personal responsibility? To take responsibility assumes
an ability to respond. Most children with these problems lack the consistent ability to ●
respond. It’s not that they won’ t (or don ‘t want to), it’s often that they cannot respond as
evenly, consistently and proportionally as adults expect, especially where insightful
action, judgement, social and self-help skills are involved. Parents may find it helpful to
focus on improving the child’s help-seeking (self-advocacy) skills, so that as problems
occur over time, they become comfortable with seeking out auxilia~ assistance.

His teacher says he has ADD and that we should take him to the doctor for
medication. Is that common in children who were exposed to alcohol or drugs
during pregnancy?
Yes, however medication andor a diagnosis of ADHD may not be Parents can get caught
in a crossfire of opinions because:

Each field uses a different approach to a set of concerns, though other aspects of the
diagnosis need to be taken into consideration. Plus, each field uses distinct terminology,
categories of classification or descriptions of concerns and what improvement would
mean.

Parents feel responsible to make decisions on treatment direction based on new
information, still being unsure of various terms, their own goals, antior how such an
approach might work with their child or family. If unfamiliar with the concepts and
practices in a certain field, for example, beginning a trial of medication, or taking their ●
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●
child to occupational therapy, they may gain a general idea but still not have a clear
picture of how this relates to their child’s struggles at home or school.

Professionals with short appointment times due to managed care have to keep things
brief, and may miss what is different about the intensity, frequency or duration the parent
is trying to explain. They are used to seeing many conditions and may miss more subtle
details suggesting a different starting point in medication regimen, i.e. is the target of the
medicine to reduce hyperactivity, or anxiety that drives restlessness and sleep disorder, or
other tough choices.

I don’t want to hear other parents complain. It’s hard enough for me to keep
going...do I really need to come to group?

Voicing and comparing experiences with others facing similar symptoms normalizes
frustration of effort, loss of confidence, and increased defensive coping styles, which are
common sequelae to the demands of exceptional parenting. Validation of these responses
carries the immediate therapeutic benefit of decreased emotional isolation and improved
reality testing to help offset compassion fatigue. Likewise, the facilitator will want to
keep in mind that:

Parents benefit when professionals describe what happens, or what a child’s behavior
looks like, sounds like, etc., in clear common language. Parents see the child around the
clock and have the most time-span information. They aren’t used to seeing this as ‘data’
or asking others for theirs in plain language. men a professional sees something
different, they can feel dismissed or discounted. Ofien parents ~ being dismissed or
discounted. However, even when this occurs, the solution involves comparing actual
simple information in plain terms to find out what kind of response a child is having to
varied environments. Parents may try to use common behavioral interpretations such as
“oppositional”, “passive aggressive” or otier descriptors, not wanting to seem unfamiliar
with common theories about child behavior, motivation, etc. The problem comes when
the terms may capture one part of the actual data, but omit others, such as the blank
looks, headaches, tactile defensive reactions, or confusional states that may co-occur with
episodes of aggressive or regressive reactions.

My child’s counselor told me “all children do that”. Is this true? I never did that
when I was a child...

Professionals may comment, “all children do that” or “tiat is pretty normal for his age”.
Parents are straggling to describe that over time, the frequency, intensity or duration
of the child’s symptoms may be what sets it apart. There is no better source for ‘data’.
No test measures fatigue, confusion, and behavioral deterioration or disorganization
quite as accurately as what is seen during a routine day or routine weetiy period – a
time span view.
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SUMMARY OF CUWCULUM TOPICS

Topic f - Introdudion: “My child has... and I’m ready to... !“
Normahzing experiences of raising children with prenatal exposure participants share stories about

parenting. Introduce concept of diathesis and stress sensitivi~, behavior as key to seeing brain function at
work. Uscuss group rules, parent expectations of the curriculum materials, and begin group process.

Topic 2- Parenting “Porcupines”: Patierns Over Time

Parentsshareexamplesof gooddaysandbaddaysat homeandin school. Commonsymptomsin routine
conditionsshow “hidden”stressthresholdleadingto behavioraldeterioration,irritabihty,non-compliance,
fatigue, “blow-ups” and “shut-down”. Parentsdiscusstypical recommendationsand intewendons,
idiosyncraticresponsesto medication,ongoingstruggleswithprolongedpoor regulation,tantrums,broken
belongings,headbanging,and other extreme reactions. Parents identify challenges to child’s “stress

threshold at home and school.

Topic 3- Diagnosis: FAS Spectrum Disorders& Drug Effed

FASSpectrumdisorderswitha rangeof neurodevelopmentalsymptomsmaybe “hidden” or andoverlap
otherchildhoodpsychiatricor developmentaldisabilities,Commondifferentialdiagnosesand co-existing
conditionsare discussed. Parents are introduced to professional terms they may encounter trying to

communicate about their child’s abilities over time, with doctors, psychiatrists, counselors, educators, and
special education staff. Parents discuss child’s history and characteristics.

Topic 4- Diathesis: Re!iet Grief& Resolution
Common reactions and stages of adjustment involve cychc relef, grief, and resolution. Case examples of

living with alcohol-related disorders are explored to show how diagnosis guides coping strategies that help

children and their famihes compensate and enhance capacities. Emotional reactions accompany
recognition of diathesis over time. Patterns of chronicity and “anticipatory coping” tools offer perspective

on raising a child with symptoms that wax and wane, changing with the life span.

Topic 5- The Stress Map: 3 Ky Signs& Strategies
The Stress Map is used to identify child stress indicators when internal and external factors converge

resulting in patterns of behavioral deterioration. Parents build a Stress Map to track the flow of stress

signs: they “see” stress and stati to shift approach to the intensity, frequency, or duration of episodes.
Homework logs provide real examples from everyday life across different ages and ability levels.
Brainstorming solutions to match stress levels helps parents choose their battles. Focus is on crisis re-

escalation, restoring equilibrium from fatigue, headache, and other physiological symptoms prior to
problem solving (staged approach to restoring equilibrium, then verbal or non-verbal communication,
followed by reasoning).

Topic 6- Family Support: Talking with Your Children
Children with alcohol-related disorders struggle with a health condition, not of the lungs, but involving the
brain and its tasks FAS is not “who they are” it is what they have, and it isn’t eve~hing about them.
Parents explore supporting the child through recognition of FAS using verbal and non-verbal ●
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communication tools for addressing feehngs, grief and resolution, and focusing on strengths, Parent

review patterns of stress with their children that may need adjustment, accommodation or more structure in
light of children’s comments, shafing ways to rebuild rapport with the child.

Topic 7- FAS Accommodations and Environments
Adjusting various aspects of the environment begins with understanding how these can impose or reduce

stress, especially for children with brain disorders, Parents assess their own initial reactions as ctildren
experience stress, in order to simplify and revise their own stress reduction tools. Examples of how

diathesis stress technique is applied in other learning environments helps parents participate actively in the
continuum of intervention, sharing with others what has been successful at home, Observation, preparation
and patience can help parents collaborate with others in their child’s circle of care,

Topic 8- Parenting for Resilience: Anger to Awareness, Ro[es, Rules and

Lpedions

Parenting doesn’t come with a manual, especially when raising a child with special needs. Caregivers are at
higher risk for burnout. This state of physical and emotional depletion signals depression, is also known as
“compassion fatigue” and is treatable! Excessive demands of round-the-clock care eventually wear out the
prima~ caregiver (not related to weakness or lack of character), Parents assess themselves for warning

signs and learn tips for restoting resihence, Heating burnout and restoring resilience involves building a
tool kit of various cathadic and self-care activities. Parents pick and choose what is most compatible with
their own wellness beliefs and practices. Parent actions “speak louder than words”. Discovering how past
roles, rules and expectations shape values and actions helps parents sort out what to build on, and what to

let go of in parenting ctildren with special needs. Exploring the role of anger in parenting allows
modification of beliefs about how to provide, nurture, and protect with regard to developmental
expectations. Parents discuss solutions to over- or under-reacting,

Topic 9- A~vocaq: Readion to Adion!
Parents find themselves translating between the world of their child’s stress sensitivity and the demands of
learning and vocational environments, Systems negotiation requires more than parental conviction, as the
varied systems each have inherently different structures, purposes, procedures and personnel, Informed
advocacy involves identifying missing information, hidden blame or defensiveness, and creating alliances
out of suppofi for the child’s success rather than personal vindication, This is especially challenging while

still healing from grief and compassion fatigue, and involves patience, assertiveness, and concrete
information that is easily understood across varied systems languages.
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INTRODUCTION for PAREN~: WELCOME!
●

Welcome to the Ffi/SPd N&s Parent Tmhhg & Support Group wm’mlum. Folomhg thk

mmtilum is fke learning how to “~nt your pompine ? In the de of adopting a dild h prenatal

alcohol or other dmg ~ure, you may have figured that some of the tick or &cme behavior would

eae once he or she kk more at home &h your tii~ ~at what you We Seerng might final~ resoie

wi?h time mda consktent home l~e, tih choices and oppo~niti~ to grow and understandhe~y fami~

roles andmles. Yet desp%eyourpatience andgoodenough parenbhg, you tie nobcedtiatyour childge~

upset over things othe~ just take in stride, or that certain things seem to “set them or or euse them to

~o bdfti?~ just ‘loose tin or ‘shti dom? H #e chid were a pormprne, it> Jke wathhg a “bride

attack”– when bnties go up, you can? read in ti wrds or ~lanabons, or even toud, because when

you do, theybdl up t~htermditgets wrsel How do you soothe somwne hanhg a ‘bride attack”?...

how mn daiiy lh go smooth~ when brides go up over evey other thing esped~~ when such minor

changm are known, famfia, ortinary or roubhe aflustments? Mat makes them swell into dmatic

mtastmphesl? How do PU handle the chid when @ic& efirts to ease upset contision, or

mkunderstandng set them off even men? Mat k happening? Mat m~lhe~?

If thk seems tiilx, take heti. You are not done, You are not a badparent It k NOTyour

kuk Nork the chfdto blame, Mat comes atpu may ~etyourgoat’’bti k k not nemssari~timedat

doing so. fie behanodtismption mayleaveyou hing mggtiandemp~, or tick hdlof bMes br no

dear reason. Mat hr? fiough t k natid to dsect tie isues, or &h to reason tiings oti &your

chl~ bride attah are simp~ not a %uk” or ‘blame” kind ofproblem. BMe attah w be part of a

hidden phpiologidmechankm related to bnh development that w d~hed to sufice one you and

your child started down the mad of becoming a fami~ king Id, you may not have redked the ●
parenting terraih changed into parenting in “pormpine counby’! fl~u were looting hr the bib resort

ti dl those @id tourist piti~, PU may want to tim h Fur tanning coupons and get your thid

Ieathergloves, Or maybepu dd that long ago and now need some other new gear br tie rough bad

reads. ~k wm’wlum works Jke a cattiog of concepts kom whih to select key ideas, u% what helos, and

leave the @to reriew and mnsider over time. RegamlG of any booh or ahm, PU do know a lot

aboti what helppu andpur chid However manyparents ht a poht here they &lso mntisedand

whaustedtheylose their~nting beanhgs complete~

fik amtilum mnnot gieyou an mad retie to where you mdyour un~ue child wlgo – BU

t m~lgkeyou took to define your location, read the temh PU’E in, retielyour suppfies for the journey

andpmwde you a compass to he~ you remain able to nawgate tomds a d~nahon you andyour child

can boti benefi tire. h research on intervention H F~ k sbll on~ beginning, some 25years after this

sfldmmd condtion was bmti~ ddntiin the mtiid Iiteratim, there is not a cookbook on ‘what to do

* tids * Ffi? Some of us k~eve there never mllbe, as eah &l#s bmh k unique as a fingeprin~

and ~maihs plasbk (changeable to some degm), a mk of compmmke and ~~, Compensatory

hmcboning can be enmumged or clouded by how we relate to tie basic @ems and how they are

wting.

For noW the mmmlum k simp~ ‘one way” that haspmven initid~pmmising

notyet po=ible tihoti mnside~~ more pros- &@ in dinidpopulations.
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fib mm?ulum relti 10 years of tidogue &h adoptive, hste~ biologic~ rekti or tinsh~

care and permanent guardianship tiiim, as well as a vanep of professionals ham medicine to

counselng and education who have ~enence tih these children. We findso many children with alcohol/

dmg ~pasure have simlarproblems: inabi~~ to consitient~ regulate behavior despite routhe or hmilar

arcumstances, sleep problems, poor grasp of cause and eM, Ieamhg dfirences and other fami}ar

s~ptoms that d~coumging to ~~n~ ~d ch~d~n dike. ~is B a challenging parenting landscape.
Some of the stories and esamples may seem so hmfiaryou~ wonder fthese people were Iting at pur

house, tihpu andyour child ~ough each childk unique, there am mmy common upenences shared

by tiii~ when they come to the cum’culum group hr dcohobrelated tisorde~, ~ere are tihgs that

he~, and WF to handle hat can? be hel@. Parents may feel wrse, at brnes, because thee are no

quick ties, pt utimate~ bener as hrne goes on, because thk inbmation will chanue how to wrk tih

what you bow about your child Itk a Itile Ike wating to get a pupp~ then a lone~ porupine ati~.

You bring them h.... but what to do d all these quilkl? Itk just., .SO d~erentl A b@ part of the
a~ustment is recognking a porcupine whenyou see one (dmpite howmuhpu’ve held out forapuppy).

~is metiod is d=~ned to he~ PU develop sptic SKIS matched to your chilfs symptoms, to
he~ PU parent _ not harde~ ~k k not aboti “the right my” or even ‘the best wy~ because

there k no one saentid~ proven method that %rks” d dmhol related tisorde~ or otier drug

eti due to the many WF the ~ptoms show and how severe or mid they am over time mdgmti.

Mat ~search tels us abati chldren & htd Ncohol Sydrome and the spectmm of alcohol related

tisorders k #at though childm may have some similar challenges, tiere k dso a wide mnge of variation

m their neurodevelopmentd and neumbehawod s~ptoms that are constitution~ in addfion to

maturation andenwtinmentdkctoc that can etierhe~, or firtherhinder thek course rnto aduhhoti.

Each childb a child fi~, with various symptoms to be manag~, whiti vv h inten~, dumtion,

and @uen~ when mmpared H their age mates. If @id methtis resoked the greater intens~,

dumtion, and~uenq ofproblems, tifies would not have sought out this murse. Host have ti’d tim~

tested approaches that Wh hr most hildren. Unbrtunate~, the behanod strategi~ ofien suggest~

such as star charts, natuticonsequences, and other methods based on imlght andref~on, though vey

usetil tih ~id~ develophg chldren, may have [retied e~, at the led, or at the wrst, actud~

exacerbate problems for hildren &h FM. Increasing expectations for unfirm pehmance or consitient

mmpetence is inherent~ stretilbrpeople tih an organ that hmctions off and on, h a vmable Wy It

happens that tie organ w’m tdting about k the bmh, and the bmh b “tmfic centd”hr the vasts~nd

load between the inner pe~ond~ and tie &emd red@ of 1% h a human ~. Symptoms ike

somatiabon (showing onek upset timugh ph~id ditiress) are common in child~n with bwh damage or

neurological d&orders. Pamn& report rntid~ feeing hopeful about ‘mting tik troublesome behaworgo

away: soon hllowed by grief and loss over hat to do to control beharior through mid mew. It k

ve~ demodking to parent mnfidence when good methods appear to retie things worse.. ..what muldbe

h~pening?

Mat Wh hr one chid d alcohol rekted dsorde~ muld be complete~ dfirent from what
helos anothe~ even in sibings & tie same tisordefi because of indtiduddfirences in neumbehatioti

hndonhg A number of kctom have impact on tie seve~ and ~~ion ofprenatd alcohol or dmg

~osure symptoms, and oticome. mat is&y #k murse ties on a hic method hr sleuthing out

key s~nds shown by each child as a predictable pattern of ‘hot spaB~ stress s~ns that s~ntind hr

a~ustments beyond those that seem stiaent hr otherk their age. ~h stress mapphg +em help in
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developing a better match of interventions to adapted and upgrade as the chldgmw up. . Pmfessiontis

may be able to he~, btiparenb are the on~ ones tih the dose up andpe~ond view the dai~ data, to ●
sheds fght on a chldk wlnerabil~ to stm-relatd episodes of detenomtion h basic sMIs. ~ough

there k no ‘kookbook” forparenting these child~n, certah keys@nak become man ingredien~ brstress

mapp~g and accommodation asyour chldgmw up.

Familes have dfirent Iwes, mstoms, tradtions, other vtiues, md belek that shape their

lNes according~ Cutidmodek aboti “he&hyn w. “@ndon&”bfies have tended to ovedook the

adaptie natire of some intemtiion patterns, unnecew~ pathologizhg ti@ @i& a~ustment

reations to the stressors of coming to temw @h a loved one k chronic cond%ion, whetier the condtion is

medicti, development, or psychiatnt. Wtioti mkud images of resfient kmfies coping

compassionate~ though not easi~ &h chmni~ m a child or loved one, parenk &l isolated as wI] as

stihu&, and even blamed hr various man~ations of their chilfs ‘inwkible” di~il~. ~ey are

inadvetien~ shamed or tismi=ti br t~hg to he~ tieir tiild &h a subtie bmib tisorder remah able to

coopeute and~a~te. For ~ample, compassion and mious questions aboti the ~re are ~id~

mkintepreted a overcontml or ovemious parenting (pthol~), whle tie red A of increased

bumoti (s~ntied by inc~asrng symptoms of tinicd deprmsion, confision, itiabl~, timinhhti seb

wrth, catastrophic mpectation br the tire)) is ovedookedand untreated inparen~.

Parents don? WB ‘1 have compassion kt~ue horn proviting aceptiond care” when shomhg

symptoms of depletion brought on by appropriate mncem and response to loved ones with sleep, m~

and/or behatiod abnormtiti~. Until our retire dues compassion as hlgh~ as assetiness and sef-

inte~, time who do tie Wh of canhg WI dso k subject to snap judgmenb, tismitis, andnsgati

Stereow that make demands br mceptionti care &l even heatie~ For thk reason, parenb are urgti ●
to notice how much has drea~ been accomp~shed desptie Setbah, well-rntendti bti mbguidti atice,

or kck of access to inbmation that might have hel~ them. Parents deserve credt br hawng hung on

where others didno~ muld not or could not hingpresent in their chlfs I& despke the many Wem

has ofien been a constant uphilrow - no smdltiingl

~ese materials he~ parents organke wting hbmation that may have d~ped by or

ammulatd, unremgnhd me gd & to he~ parenb m=t chldnn d Amhol Rebtti Dkorde~

where thevare, i~eadof where oarents fortea~e~) thhk thevshouldh. fiegdis to impmve tie @

be- the chil~s adapti capa~ and parental (teaching) oppo~nti= to Wd k Paren& of

pompin= know that the standard ’30 dap to a pe~pet’’bookha to go. fim~testedmethods wh
hra great manypple.. .justnot that well for~epeople.

ParenB mlleam aboti handing a bm of chronic mndtion that ties and wes~ hanging as

the chid develops. Parents &ma@ have a wed of knotidge aboti the good da~ andbd dap &

theirdld the b~e attacks, and the =t dap whenparen~sayto themsek-

“.. ..hek red~ just lke any other child hek not MTbad.. maybe he Rdh doesnf have an dmhol-

related dkorder afier dl’z on~ to say mact~ the opposte bter Mat Hhek SflLL doing thb when hek

stieenl He MUST have F&, hause nothing wkl Hek destroyed hk whole beomm and sa~ I’m to

blmel”
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~at said parenk are urged to use thk inhmation ike a btit take onk what is needd and

leave the rest Each kmi~s pace k what guides use of the matend Parents know their children bd,

because they Ike tih them 24 hours a da~ seven dap a week 52 week a yea~ day in day out If the

parent WE a nu~e or doctor wohrng thk shfi around the cld, no weekenk, vacations, sick leave or

paycheck wuld loved ones, tiends or people oti h pubic be as ike~ to cast the ctiical eye or make

commen~?

Parenting a chid&h Ffi or alcohol-related disorde~ k something many people, even dose

kmi~ and tiends, may not til~ understand because they have not Ihed t OVER nME Parents nd to

rebuld tmst in themsehes, make the changes that improve thek ow and the chilfs qud~ of life

regardless of others’ opinions (whetherpersonal orprok~ionti). Ifsomethrng doesn? wh, parenti may

have to a~ust e adaptti or drop 6 accordng to what bestti theirow bi~cutire.

A last wrd mitiakes are tm~ the mah way of findng what to let go of or what s=ms to wok.

~is appfies to parents, andthepmfe~ionak they may WA whh, as welas tie chifdren. So fac

> Every parent wishes at some point that they would have understood sooner aboti what prenatal

wposure hadmeant in terns of the brain and behawor (so do ethicdpro~ionds).

= Every parent goes through an aqustment penti, tih ~re~ and gne~ wikhing theyv known

what couldn? be bow untilti~ know (so do ethictipmfessionds). ~at seem to be the Wy

life works.

= Every parent wcles that ene~ into ahoca~ on the chilfs behdat me Ievet home, tih

dendedbi~ fiends, scfmol church, etc So do ethicdprofessiontis.

* Every pannt ~riences evential retire to a tii~ I& larger than FM. ~e tis wVshfi back

towads berng a hmi~ ike any other and wII not ahvap have fs mkted issues on the front

bumerat all times.

Acceptance k teamed a piece at a time. Compmion k needed at eve~ tim when navigating

brwati in ditiogue &h others as the chffs advocate. Gmaous interpretation k encouragd hr

anotherk heati to heafi their mind nds to be stfl and ktien. ~k may take a long time, and parents,

even the bestparenb, who mnt to provide bfi nu~re, andprotect these chldren, may klintense need

br othe~ to “get this” when they do. ~e murse dso spek to thk red~ and wap to impmve

conabomtion as ahoca~ &ends to such a broad range of sflems, each tih d%rent pemphes,

terns, and pmcedurm, ~ese chidren are a dl to the eve@ay pra~ke of deep istenrng (to the

meaning, not the words) and mmpassion (acceptance tihoti contmJ. hause they Ike, we tit learn.

Some parents wakeup one dayredking that they’ve kllen back m love& theklives, andshfied oti of

rumination or ~ret over adoption, to seeing the chnd d f~ as a spead gti – someone who they

couldon~ tm~meet bymting changes that brought deeper meanrng to the rest oflfi.
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GROUP RULES

Please plan to attend all sessions, Each group covers lots of material, generally in sequence, Call the

group leader if you can’t come.

Confidential@“ What you see here, what you hear here - when you leave here, let it stay here~ Respect

the privacy of others, as you wish them to respect yours, This is a place to let down; if you have concerns

about your own or others’ participation, please discuss them privately with the group leader.

Nlow room for dflerences and dimgreement, Imagine an invisible basket in the center of the room.

Everyone is free to put ideas in. Take with you only what you need, and leave the rest. ~hers are free to
do the same. It is not necessa~ to have consensus on discussion topics,

Please abstain from all use of any mind or mood akeflng sub~ances (unless prescribed by a doctor)

throughout the 12 weeks. If there is any difficulty with this, please talk with group leader after session.

(See Appendix for further explanation).

Ifyou area “talker”, practice leaving room for other’s sharing, When sharing, resped the group’s time, If

you have trouble over talking, use 3-5 min. then stop for feedback,

If you are a “tistener”, stretch into your discomfort by talking more, Strengthen advocacy sKIIs by
practicing talking in group, Even if you think you “don’t know what to say”, open your mouth, Something

will come out, as most people, even shy ones, haven’t been known to sit long with their mouths hanging

open like that. It’s just a natural thing.

There is no one right way to raise children tih Fetal Acohol Syndrome or other alcohol-related condtions,
or drug effects. Everyone grows at their own rate, Be patient with your self and others. Mistakes are not

the end of the world, they are just mistakes something we now know we prefer not to repeat if possible.
Again, bepatientwith yourself and others. We all know this is harder parenting than most!
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GLOSSARY OF TERMS

Alcohol-related neuro-developmental disorder (ARND) – a term used to descfibe the central nervous
system problems resulting from alcohol exposure during pregnancy.

Nexithymia - loss of abihty to identi$ specific emotions to sewe as a guide for taking appropriate actions

can occur with a variety of brain disorders, and with brain changes from trauma. Inatility to hnk language
to specific physical states is related to aggression against self and others (Krystal, 1978).

Nzheimer’s – a disease in which the brain loses memory and other abilities it once had, usually occurring
in people over age 60,

Anosognosia – a condition in which the patient literally does not know the obvious deficit exists despite
evidence of it. This is often associated with lesions in the non-dominant hemisphere.
hie~ dsorder – fear or concern about events or activities that would not ortinan~ cause concern,

suficient to intermpt a person k abfi~ to fcmction normal~ day to day.

@hasia -an acquired inabhty to use certain aspects of language. Aphasia can be either an expressive or

receptive language disorder that impedes understanding of the spoken or written word.
Example A child with fluent qohmia may “talk all around the word” (circumlocution) or speak in

pictures, sajng “the pull-over man”, unable to access the noun “pohceman”.

~raxia - when seen in children, the lack of motor planning that interferes with imagining and sequencing

motor movements to carry out a physical task. This may impede either the fine motor (hands & fingers) or
gross motor systems (arms, shoulders, neck, torso, hips, legs). Thus, they can picture something done,
but not necessarily, the steps needed to accomphsh the task, or the action sequence to follow.

Dyspraxia - poor motor planning and coordination of motor activi~.

Attention Deficit (hyperactivity) disorder (ADD or ADHD) – A condition in which a person has difficulty

kee@ng themselves focused on a activity for any length of time. Some people also have difficulty keeping
their body quiet, which in turn, intefieres with the ability to focus.

Auditory - pertaining to the sense of hearing.

Audtory defensiveness - oversensitivity to sound; also termed h~mmsk

Example: “He interrupts constantly asking, ‘What was that?, over the httlest noises none of the
rest of us can hear. Some really bother him.”

Autism – a family of developmental disorders in which a person has difficulty making appropriate social

connections to others. (Also known as Autistic Spectrum Disorders)

Autonomic Newous S@em - Nso called the involuntary, or visceral newous system, it has two branches:
the sympathetic and parasympathetic newe fibers. These branches work opposite one another to
“automatically” adjust activity between the brainstem (spinal cord) and internal organs through chemical
signals read by muscle, gland, or brain cells Each branch uses different chemical messengers signating
and balancing one another as the body shifts through changing states of activity from resting states to high
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exertion. Our abihty to adjust to our surroundings is usually not conscious, We take notice only if we are

unable to coordinate bodily responses with actions to master environmental demands around us. For ●
example, when stepping forward to walk, think of having to consciously work at how to keep your head from
falling backwards as you picked up one leg and moved it.

Blood alcohol level (BAC) – A measurement of how much alcohol is in the blood stream, as a way of

determining how much alcohol someone has consumed. For example, a 130 lb. woman who has 1 drink

(consumed quickly) (1 beer, 1 glass of wine, or 1 shot of hard liquor) would have a blood alcohol level of
.40 or 40 milhgrams percent about one half hour after she drinks it.

Body image (body schema or percept) - a person’s mental perception of his/her own body. It consists of

sensory pictures or “maps” of the body stored in the brain, The map is continually being updated by real-

time information from the Autonomic Newous System to the Central Nervous System.

Brainstem- the lowestand innermostportionof the brain(top of the spinalcord), it regulates internal

organ functions, arousal of the whole nervous system, and elementa~ sensory-motor processing through
communication from branches of the autonomic newous system.

Cellebellar hypoplasia – referring to underdevelopment of the cerebellum in the brain.

Central nemous system – the brain, spinal cord, and nerves of the body, and all of the interconnections
between these parts

Cerebellum– the regionjust abovethe brainstem,whichcontrolscoordinationandmovement,behavior ●
and memo~.

BasalGanglia- affectsspatialmemoryandbehaviorsincludingperseveration,rigidcognitiveset (the
inabilityto switchmodes), abilty to work toward goals, aMlity to pretict behavioral outcomes, and the

perception of time.

FrontalLobes - control impulses and judgment. Individuals with Fetal Alcohol Syndrome (FAS) and related
disorders often have symptoms or behavior issues that area direct result of damage to the prefrontal

cortex, the part of the brain which controls “executive functions”: organizing, pfloritizing, and applying
complex information in varied combinations, or alternating, sequential, or parallel patterns over time.

Cerebralcortex- the outer layerof the cerebralhemispheres,alsoknownas the neocotiex;its lobesor
regionsareinvolvedwithprecisesensoyprocessing:visualandauditorydetails,sensationsfromthe body,

fine movements, voluntary body movements and speech, thoughts, and mental evaluations and goals.

Cerebral hemispher= – are the left and ride sides of the cortex, in which four lobes govern specialized

functions. The frontal lobes make up the “command center”, that oversees decision making and other
executive task$ the occipital lobes process vision; the parietal lobes analyze sensation; and the temporal
lobes orchestrate hearing, understanding speech and forming an integrated sense of self.
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Corpus callosum – a band of fibers that connects and allows for communication between the hemispheres

(halves) of the brain. Agenesis of the corpus callosum is a term used to mean that this structure is
missing, or greatly reduced in size.

Environmental control - a neurobehavioral approach that focuses on reducing or removing external factors

that may cause inappropriate behavior, such as noise level, number of people, length and timing of
demands that stress the functional threshold.

Ethanol – the chemical name for alcohol

Executivefunctioning– fundionsthat comefromthe frontallobeof thebrain,andcontrola person’sabili~
to reasonandplantheirbehavior

Fetal alcohol effects – 1 or 2 of the signs seen in fetal alcohol syndrome, most commonly central newous

system abnormalities,

Fetal alcohol syndrome – a specific cluster of birth defects (changes in the facial structure, slower and

smaller than average growth patterns and central newous system abnormalities such as behavioral
disorders and learning disabilities) that result from a mother’s alcohol use during pregnancy

Funtiondstilk abi~~– The abfip to take information orknowfedge (assessmenfl andapp~ it to dai~ Ife.

G@ation– the lengthof pregnancy.Atypicalpregnancyis 38-42 weeks long.

G*ational age– the numberof weeksof pregnancyat the timeof birth, A baby can be appropriate size

for gestational age (AGA) or small for gestational age (SGA), A baby who is smaller than expected for the
length of pregnancy is considered at risk,

Head circumference – a measurement of the outside of the head, used to determine how the brain is
growing.

Mppocampus– an area of the midbrain, which plays a fundamental role in -,

Hypothalamus– also in the midbrain, this region controls appetite, emotions, temperature, and pain

sensation.

Inutero – Latin for “in the uterus”, or during pregnancy.

Informationprocessing– the brain’sabilityto intakeinformationfromthe world,store it for futureuse,
comtine it with other information, and apply it in the right situations.

Inhibition- a neuralprocessthat reducesexcessneuralactivity, Inhibitionperformsthe impotiantfunction
of reducingtheconductivityof cetiainsynapsessothat someimpulsesareblocked.

IQ – shoti for intelligence quotient, a method of measuring how much a person knows and understands,
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Learning - a change in neural function, which etches synaptic activity (circuitry) into the brain as a result of

experience. Information is stored as neuroelectrical patterns that fire together linking activity across
different regions.

●

Lesion – a general term for any defined area of the body that is changed or damaged from the way it

should be, as in a cut or wound,

Microcephaly – head circumference in the lowest 3% of all babies born, This measurement is used to

describe smaller brain growth than is ~pical for the person’s age,

Modulation - the brain’s regulation of its own activity. It involves Ieting some neural messages through to

produce more of a perception or response, and reducing other messages to reduce excess activity.

MRI – Magnetic Resonance Imaging – a test which magnetic energy in the body is used to provide an

image of various internal organs, such as the heart or brain.

Musculo-skeletal– Referringto the system of muscles and bones in the body.

Neurobehavioral – Behaviors that originate from brain structure, as opposed to behavior that is chosen or

willful.

Neurochemical– involvingchemicalactivityof the brain,

Neuroelectrical – involving electrical activity of the brain.

Neurological– havingto dowithfunctionsof thebrainandits connectionsin the body.

Neuron or neuronal – referring to nerve cells; the cells in the central nervous system which conduct

electrical impulses and allow information to be communicated in the brain and spinal cord.

Neurotoxin – any substance that can affect brain development and function if it is ingested.

Oppositional DeRant Disorder – a psychiatric disorder characterized by opposition towards input in the
form of arguments (even when agreement would be sought), refusal, and stubborn behavior, even when

the child can describe, and tries to follow, appropriate behavior and wants to please adults.

Palpebralfissures– the eyeopeningsin theface,

Patinson’s Dsease– a brainconditionin which the muscles of the body become weak and rigid, i.e.
though a person has a limb and looks physically able to reach out and pick up a glass, signals to the Imb

aren’t properly causing it to move and carry out the brain’s orders (uncoupled initiative).

Perseveration- repetitiveactionthat is not goaldirectedor planned,Personsexperiencingperseveration
persistin the “fixed”activitydespiteattemptsto redirect,interrupt,or inhibitit.

ExampleAchildrunshandsthroughfaucetwaterbeyondwashingup or filhng a glass; staring but
not looking, as if disconnected to eve~hing else but the physical sensations, Or, a child keeps repeating ●
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the same question or phrase over and over, despite answers or explanations. Child appears unable to

disengage motivation and shift attention (cognitive set): child’s thinkng and actions is locked into in a
mental “rut”,

Phltrum – the two tidges and groove found between the bottom of the nose and the upper lip,

Plasticity –In the brain, this refers to the ability of one part of the brain to take over for another part, which
has been destroyed or injured,

Prenatal– Beforebirth,

Reactive Attachment Disorder – a deeply ingrained set of responses to having experienced unstable

caregivers who neglected or maltreated the child. Child copes by shutting down the inatility to trust

appropriate emotional connections to other people, especially family members, and shows a range of
inappropdate behaviors (that may have been survival adaptations to early loss or danger, but which are
not proportionate or suitable to general life in relationships with others),

Resilience – the ability to bounce back from difficult or from unexpected events in life,

Sources: Ayres (1991), Morse (1993), DSM-111-R,Taylor (1990), van der Kolk, McFarlane & Weisaeth
(1996); Kystal (1998),

State regulation- the brain’s work of coordinating changes and adjustments in response to the
environment, i.e. manage mood, alertness, or relaxation states, handle sudden events, etc., to ensure
suwival. This work is done by the autonomic nervous system, with input from the central nervous system,

Stimuluscontrol- a neurobehavioraltechniqueof teachingthe childhowto recognizewhatbehaviorsare
appropriate in different situations (like learning a script for how to respond or interact),

Synapse– the electrochemicalconnectionbetweenone nervecell and anotherwhichis necessa~for
relayinginformationalonga pathofsynapsesin the central nervous system,

Tactile - pertaining to the sense of touch,

Tactile defensiveness - when tadile sensations cause excessive emotional reactions, hyperactivity,

avoidance, or other behavior problems,
Example: Child cries when hair is brushed because scalp is over-sensitive, wants water tepid or it “hurts”,
mouth is over sensitive to certain food textures so that child cries or spits food out or toothpaste “burns”,
Note: Some children are extremely underor oversensitive to stimulation,

Wsual- pertainingto thesenseof sight.

Msualdefensiveness - when visual sensations cause excessive emotional reactions, irregular reactions to
the seen environment.

Example Child has problems with visual discrimination, gets “disorganized and ovemhelmed”
amidst her toys, or patterns on surfaces of walls or bedding and clothing, can’t find objects in plain sight
when visual field overloaded and gets emotionally.
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jedion 1: Parentind Porcupines
●

Topic f -” My child has...an~ I’m rea~yto... !”
A diathesis, or ~ulnerability in~erent to the body, can change significantly how a child functions in

relation to routine environments. For children with significant prenatal exposure to alcohol, the organ most
vulnerable to structural, neuroelectrical and neurochemical damage throughout fetal development is the

central newous system: the child’s brain. Daily demands considered “routine stress” to most people, can
translate into “exceptional stress” for those with damage to the central newous system – the vulnerable
brain is their “cfiathesis”. Unless we can see the brain itself, however, we look at the work the brain does,

how it manages behavior and regulates the body’s responses under different conditions. We see stamina
vs. fatigue, energy vs. lethargy, typical vs. abnormal sleep patterns, clarity of thought vs. confusion,

perception of reahty vs. disorientation or distotied thinking, organization vs. disorganization, comfort vs.
headaches, differences in registering sensory information or pain signals, and other areas of function.

If your family has been in counseling, you may already have concerns about your child’s learning

and behavior. Your child may have received diagnoses of Attention Deficit Disorder, Oppositional Defiant
Disorder, Reactive Attachment, Anxiety Disorder, or other mental health conditions that overlap prenatal

exposure. Tried and true methods for handhng problem behavior may have been ineffective, or made this
worse: Though we wouldn’t dream of disciphning a child with a visual impairment for not being able to read
the blackboard (Clarren, 1994), we routinely impose consequences and other punishments when a seeing

ctild with visual processing disorders fails to comprehend written instructions. The problem maybe he can

see but doesn’t know what to do with what he sees. Such gaps are common with FAS

●
The group is designed to help you develop an individuahzed and comprehensive approach your

child’s unique symptoms and strengths. It’s taken time to get stuck, and it will take some time to get
unstuck.

If you are working with a counselor or other professionals, it is suggested that you sign a legal

release to permit sharing of information in suppoti of your child and family. Ask the group leader for
releases as needed for you or other members of your family (if your children are older than 13, they must
give consent in writing just like adults).

This curriculum offers specific materials & tools to help you make changes, and teaches a
proactive approach for integrating parenting, educational, medical and counseling intewentions to help

your child over time.

It is he~til to get fami[ar wi?h the Glossay hi of terms for common symptoms because:

1) renaming he~sparents detach and ‘kee “symptoms different~

2) thk vafidates invohmtay symptoms so parent and child get credit for efforts despite the

ongoing stmggles

3) This he~s others recognize what may be different than previous assumphons about the

chilts behavior and abilties

4) Resulting in broader access to the range of specialhes and skills that may wod together to

suppofl abilties and ease stuck points for the child at home or schooi ●
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Others can also have a hard time “seeing” your child in neurobehavioral terms. Phrases about

behavior imply different assumptions to what causes it, For example, “perseveration”, a symptom of
getiing mentally “stuc~ in purposeless activity or repetitious phrases despite attempted redirection

(common to autistic disorders), as opposed to “she just refuses to listen and obey, keeps pouring and
pouring even though it’s time to clean up or another’s turn and it’s been 45 minutes”, We look for what we
know, and in a child with superficial chatter and some eye contact, this symptom is easily misread. How it is
read guides what others might do to help when they see it. It will be worth your time to explore the

glossay to add new terms to your tool kit for describing what you see in discussion with others,

The materials supply a framework for group discussion to expand shating of practical experiences
and strategies from which parents can pick out what is best suited for their own child and family, Gve

yourself at least 4 times in group to check out whether it’s for you, If you hear only one thing each session
that helps, it may turn out to be the very thing you need one day down the road, to help you weather a
rough passage as your child grows and changes, A group can sewe as a resource for many solutions to
questions, as well as a springboard to local advocacy efforts, skill exchanges, and other mutual supports.
Refrain from judgment, and learn from one another. If something doesn’t fit for you, leave it alone.

You are the expert on your own children. We hope this curriculum helps you organize and apply
your observations over time, as know one else has quite the vantage point that you do, or the dedication
you have shown, even before you found any help, We hope these tools will help you get more mileage from
your parenting efforts so that you can “choose your battles”, sustain your stamina and renew your
resilience for raising your unique children,

WELCOMEI
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Topic 2: Parenting “Porcupines”: Patierns Over Time

Though children are children first, if their biological mother used alcohol and other drugs during
pregnancy, they may have some symptoms that seem to get better with time, and some that remain as they
grow up. Some symptoms wax and wane, better on some days, while worse on others. Learning maybe

practiced today, only to be “erased” three days later, and need to be repeated. Many parents have run

across good methods for trying to overcome difficulties with the child’s behavior or motivation, but find that
no matter how “consistently” such principles are applied, their child’s performance gets “better for awhile”

then ultimately lapses back into the “good days / bad days” pattern. Parents get ve~ frustrated tying to

“force solutions”, trying harder and harder to make performance rise to a consistent, uniform level:

“1 know he can do it. We practiced his math stills over and over. He GOT it! Now three days later,

it’s like he just spaced it out,. .hke we never spent all that time, did all that work! It seems to go

like this. We get things down. But then, what if he can’t do it at school? They think I’m just letting

him slide. It’s just like he loses it again or something.”

Parents may be told to count and measure behavior, to be consistent about trying to “extinguish”
the undesirable actions. Behavioral theorists have shown that if a behavior is not reinforced, either

positively with a reward or negatively with a punishment (as this still gives attention), behavior gets
stronger first, then sharply drops away “extinguished” as it’s called. Problem solved. However, this

assumes the behavior is not a reflex or a physiological symptom (like a limp). Reflexes are involunta~. So
is mental “lmping”. Think of something coming in fast and close to your eye you squint! Was this

chosen? Rather, it was “automatic”. For someone with a limp, that IS their gait pattern – uneven! Despite
all the natural consequences they may face for it, they cannot by act of will or any other means cure it. ●

Many behaviors that occur in children with prenatal exposure may reveal delayed primitive
reflexes, or delays in learning a basic repertoire of preparato~ sequences, “readiness” states that can be

called “neurodevelopmental delays”. Some children may have the equivalent of cognitive “limps”,
processing abnormalities in the brain, such that they have ongoing, permanent gaps or variable abitity to

perform specific cognitive, motor, psychosocial, and emotional tasks. Exploration and maste~ are basic to
later combination efforts, reassembly and innovative integration of new input allows even broader creative
use of ideas and actions. Children learn, file away the learning, and retrieve it as needed. Gaps in a child’s

grasp of daily operations hamper smooth performance of self-care and social skills, much less academic
information, such that what is obvious to them one hour can become completely missed or spotty later in

the day, or week, and without repeated step by step hands-on coaching. It can shp through their mental
cracks -- even when thev want to remember somethinq! The qood davs, the bad days, again. Oespite all

the consequences, the loss of learned material is invo~ntary ~r many”children with prena~al damage from
alcohol. The patchiness of petiormance remains:

“The worst thing is, I ty just as hard on an ‘A’ day as I do on a ‘D’ day! That’s why I hate grades.
Grades don’t show my trying; they just show when my brain happens to work. This makes someone else
feel [ke I’ve learned something, I guess. But for me, it’s all the same, People have to understand that I’m

trying just as hard either day. That’s why it’s so hard for me to keep going. . But you know that
forgetting thing? I guess I also forget how awful it was last Thursday, so by Tuesday I’m trying again cause
I don’t remember yesterday or last week. I’m just always trying for right NOW.”
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All people need to make sense to themselves, Pain is unpleasant, but “meaningless” pain is

worse. It builds into a sense of punishment or defeat, The ups and downs, good days and bad days may
have a flow or pattern that begins to emerge through use of the materials in this curriculum, Information

about chronic conditions can help make sense of what may have felt at times hke futile struggle,

It is not futile, There is a flow to it, and a way to find one’s parenting “legs”, to no longer feel

blindsided when things fall apart in your child’s weekly ability to handle routine life. Many refer to it as
“trying differently, instead of harder”, or “choosing one’s battles”.
What do parents see?

When a child can’t count on the body to work the same way one day to the next, when Iitile things

get stuck and snowball into larger problems, the child may act like a porcupine in a “bristle attac~,
Irfltability or explosions swell out of nowhere, often in disproportion to surrounding events, In 1994, some

children with FAS originated the porcupine image in counseling, elaborating on it, showing what seems to
set them off, trying to describe to others how their differences work they played and drew about where,
when and what happens when they get “bristly”, or “spike” over things, how words can “make it worse”

and the bristles get bigger, and they can end up “exploding and poking at everyone!” or getting “all balled

uP”. Out of the mouths of babes (actually the bodies and hands first and approximately 20 minutes later
the mouths, as they “spoke” through their art, showing how life works with FAS,

This simple, practical metaphor is rather elegant. Parents can see how their reflexive, defensive

system gets tripped, and explore without assigning a particular motive to the actions, Interpretations or
assumptions about intention or motive can be checked,

Porcupine thinking helps parents see howoften atypical stress is set off in routine settings or

circumstances the rest of their peers don’t find stressful, ormayeven find enjoyable or desirable, Where
most children who overreact can calm down oncea helping adult talks them through thesituation, these
children arealready have a''full'' tank andtalting makes foreven more toprocess andkeep track of! For

children with alcohol related disorders, talting almost always makes the bfistleaRackworse! And few have
ever known how to signal others that words added fuel to their mental fires of confusion,
When parents follow porcupine pictures and logic, out comes information of how uncomfortable the ctild is
from someone standing too close, about to touch them, or how routine sounds of traffic, school bells, car

horns, etc. setoffmigraine-like pain, andother common discomfofls. Children don’tbring these up easily

as problems in chnical practice because they may not know how, or that adults are not aware of their
discomfort.

When children can look at us, hear, and speak back when spoken to, we assume a meeting of the
minds. Werelyon language tolinkadions inmental pidures (symbols of theadion). Weassumeif a child

can vocahze, then gain speech and vocabulay, that they will talk and use verbal communication as we do.
However, decoding language anditsimplications can be complex, Thinking inpictures can occur without
theaudito~ paRerns that gowiththem being brought ''on board'' atthe sometime, Orwhen busy noting
the sound patterns, the pictures they represent may not pop up into the mental “slide show” in a child’s
mind, Poor ability to forecast, to create various mental pictures to compare, contrast and select from,
exaggerates thesense of being always a[Hlelost, feeling around inthedark, then Wham! Things can get
all balled up. The porcupine gets a “bristle attac~ and balls up, overwhelmed when others are merely
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surprised. Itmay take much Iongerfor that child to reorient and regroup, Thework of calming may take

extra time or special accommodations or techniques, before any problem solving is safe. Discussion of

solutions again rests on the verbal exchange of mental pictures,.. once again through Ianguage or visual
signals.

This course emphasizes a new tool kit, a way of rethinking the connections between brain,
behavior, and language. Wththeanalogy ofaporcu@ne geRing''btistle aHacks'', forexample, the key
problem is difficulty with regulating one’s state of being, something we can describe in words only if

sensations are then coupled with thoughts.

The term “state regulation” in our discussion doesn’t mean a law imposed by the state, but instead
points tothe '3tafe''of aperson's aHention orconcentration, howthebrain `'adjusts'' orregulatesthat

‘ktate of being’1

Thisincludestheranqe of howexcited[aoodor bad),alert, calm,ordrowsv apersonis, their
emotional tone, thepace ofth~rthouaht process~s andother brain a'divities inside t~e body. We usually-.
see external signals of “states” in someone’s face, bearing, manner, gestures, tone or speed of gesture o;

vocal communication and other signs (called “paralanguage”). These cues broadcast information about
what’’state’’ someone is in. These cues canteIl uswhatstates wearein, ifwecan recognize and use the

cue as a signal about what we need. The idea is that as a child grows, states may become “traits”, a
background tone to the personahty, which gets ‘hardwired’ into the brain’s actual structure, after that

structure or hardware was already altered by exposure to alcohol and other drugs.

The same way a porcupine gets bristly when sensing danger, many children with prenatal
substance exposure are often poor at matching their state to the surrounding conditions, i.e. a baby
“molds” to the body of the nurturing adult when feeding vs. stiffening and arching or completely falling
asleep unable to successfully feed. This can progress into difficulty discerning states of discomfort from

actual danger. They may funtion atalowlevel ofconstant alarm astheir background way of being. They
may register intense “states” beyond their control, especially over reactions such as alarmed agitation
when others would simply ’’get ready” or be curiously alert. Or, though awake andwide eyed, they lack

alert attention, concentration, or comprehension of the cues despite how obvious these seem to others;
they may miss cues to follow through when others are still tracking information and acting on what it
means. They mayhave nowayto refer tothese states ofexpetience orshades ofinternal sensation, either

to make sense of them in reference to etiernal conditions, or to convey to others what is happening.

Children with alcohol related tisorders and other drug effects can have poor calming skills, inabili~

to settle themselves into quiet, restful attention, and poor ability to wind down to go to sleep, despite being
fatigued and genuinely weary. When they say, ’’I’m NOT sleepy... ” they may actually mean, they aren’t
able to feel relaxation physically, that their bodies and brains can’t find the “OFF switch”to shift gears.
They may not register, physically, the ‘wearing down’ sensations others would begin to field to when tired
out, for example: i.e. may not begin to breathe deeply, or mold their bodies to the bed as is pati of yielding
into progressive relaxation.

Prospective and post-adoptive parents often find that their children with prenatal substance
exposure struggle sometimes with daily life in a way that is harder than for the other children in the family,
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not because they are cold, indifferent people, but because the shades of their physical and emotional

expedience area fewseRings `'off of~pical childhood responses. These subtle, butpeNasive differences
with “regulating state” over the demands of a typical day can wear out children and parents atike.

Who would expect a youngster might suffer the fatigue, disorientation, confusional states or mental

disorganization, impaired concentration or focus, or emotional disconnedion or ‘flatness’ someone might
from Partinson's Usease, astroke, or from Alzheimer's Dsease, or dementia. Those characteristics are

notwhat reassociate with childhood, that bounq, cutious, energetic, charming, pla$ultime of life. Cana

child be fraught with symptoms such as trouble shifting cognitive set (mental and emotional rigidity),
irritable depression, fatigue, disorientation or confusional states despite familiar people, routines, and
known surroundings. Intheelderly, perhaps, butin children?

Parents wear down when they meet with more bflstles than hugs ,. and get discouraged that they

are “just not good parents” when there is so much more going on than parenting.

Tantrums may besharp, more intense, prolonged, ormorefrequent that ~@cal. Thechild’’slips

the clutch” from discomfoti to anger that can escalate into an agitated, confused, and disoriented state in
which unusual aggression or shutting down completely into sleep occurs. The episodes occur despite
promises, punishment, or remorse, and seem unavoidable. When the parent tdestotalk the problem

through, thechild’s behavior gets worse, not better. It’sasifthebrain’s a~lityto handle the problem
through talking itover collapses! Language shllsjust’’go offline”. Communication can bring about a full-

blown mood storm; breakng toys, pounding down doors, btinghard enough to bleed, etc. Parents often
report their child implodes or explodes, swaddles in the dark, wadded up with blankets and pillows, or
smashes uptheir favorite toys or belongings, totaling the room. The reahty is that the child is literally
unable toworkout theproblems until equilibrium is back. Then after an hour ormore, thechild picksup

andgoes on''asif nothing happened'' -while theparent isstill raHledby thechaos that took place. It is
rare that the children apologize when these episodes happen, though many respond to diathesis stress
treatment and can acquire this social skill with lots of rehearsal and extended time.

Howcanthings begood, almost likeany other child, then fall apatiandbe so bad? Parents think

''What dolhave todotoget himtokeep doing ittheway l showed him? Ishowedit over and

over. We practiced. He did it. Nowhecan’t? Buthe knew how!”

The good-days/bad-days pattern is as baffling, as it is ever present.

When parents seek help, professionals mayattribute the behavior to adjustment reactions over

transitions at home or in school, or to attachment problems or other trauma in the earlyyears& the
child was born. ltisafad that post-natal losses andtraumas produce changes intheway the brain works,
literally, what pathways aremyelinated (strengthened) orpruned atctiticalpetiods. But, nature holds the

trump card.

When alcohol in the pregnant woman interrupts neuronal cell migration in the growing fetus, the

actual structure of the brain and its delicate network of neuroelectrical and neurochemical systems is
altered. Variations may include thinning of the corpus callosum, actual lesions, and changes to the
synaptic circuitry that allows the brainto move information around from area toareato achieve thought,
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feeling, senses, andadions within andoutside of the body and its extremities. Cocaine and other drugs

can change intercranial blood flow while producing a flooding out of the body’s neurohormones that ●
regulate pleasure and calm. Then, withdrawal follows with release of stress hormones. Stress hormones
have a negative effect on brain development. Even cefiain medications, Depakote, Dilantan, and

antinausea medicines, are neurotoxic to fetal development. Myelination of pathways depends on the
availability of those pathways or others to compensate, What was done to the neuronal growth by

neurotoxin exposure in the first 9 months, is then further sculpted over the next 2 years of a child’s

interaction with the surrounding world. Many adoptive children have faced such invisible
neurodevelopmental challenges without extra intervention to the most basic developmental underpinnings,

such ashowto deeply breathe, enter into calm attention, drowsiness, and rest. It isnowonder so many
runaround theworld seeming permanently grumpy, edgy, sleep deprived, frantic or ``always on'', Itis as if

their mental body-clutch is out,

This curriculum explains another waytoapproach the management of episodes. Parents and

ctildren want to understand what’s getiing stuck and create a successful way to handle these areas over
time so that family relationships can be more fun,
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THE WISH LIST

Every parent who starts a group wants something to show for all the time and effort it takes to attend evey
week, Select the phrases that best fit what you wish you could get from FAS Parent Supped Group (or add

your own statements to the list below).

“WhatI mostwantfromthisgroupis....”

To educate myself so that we can be as successful as possible as a family,

A magic wand to let my child be normal,

To know how other families cope with children like ours: what do they do (or not do) when their

child acts this way?

To become more resihent ..and help my child improve resilience.

To know how we will face the future.. what do we do with them as they grow up?

To be able to sort out typical development from behaviors related to alcohol exposure, so as not

to be too hard or too lenient as a parent,

To gather ideas on how to address my anger over my child’s problems,

To learn to overcome my fear of my child,

To know how to protect myself from my child.

How to deal with difficult behaviors like my child’s anger or rage without yelling or becoming

enraged myself.

What to do besides “behavior modification”? How do others intewene or coach their child when

“natural consequences” don’t seem to connect to deter the behavior next time?

To better understand and handle the more difficult behavior my child shows,

Ideas on how to deal with mood swings?

How can I get a break from caring for my child once in awtile?

What others have experienced with schooling and the school system,

To understand the idea of anticipato~ co@ng,

How to stop taking my child’s behavior personally,

How to deal with “NO”, defiance, rebuttals... how to manage feeling disrespected or dismissed,
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FAS/ ARND IN DAILY ENVIRONMEN~

Someor all of thesecommonclassroomsymptomsmayhappento childrenwithFetalAlcoholSyndrome01
Alcohol-RelatedNeurodevelopmentalDisordec

Often described as having “low motivation”, “not paying attention”, or “daydreaming
(distractibility).“SOWneurologicalsignsfrequentlymistakenfor lack of effoti, laziness, defiance,
or low self-esteem,

May be ultra sensitive to noise, Hght, texture {audito~, visual, or tactile defensiveness); and over/
or under sensitive to pain. May ask “What was that?” make off-the-wall comments about “little
things”, seem @cky, or avoid eye contact (gaze aversion).

Need more re-teaching, or seem to be starting from scratch (memory deficits). They tend to hide

this, not wanting to look different from other hds or be teased as “stupid”.

May master tasks one day, be unable to rettieve same skills a few days later (sporadic mastery):”1
KNOW I know it, but I just can’t DO it”. It distresses them not to be rely on their minds to recall

what they learned when they need to {memory deficits).

Unexpected schedule changes may disorient them (sequencing problems), Rearranging seating

or decorations may precipitate anxiety & distress, increase loss of belongings & disorganization

(strongly visually/kinesthetically cued).

Difficulty with verbal instructions, though they hear them and can even repeat them back (auditory
processing deficits). May appear to have understood, only to miss inferential aspects necessa~

to task completion (information processing deficits, trouble generalizing).

Discouraged, de-motivated by incentives that work for many other children with same intelligence
level, i.e. grades, sticker charts. Variability of performance related to their central newous system

impairments (poor state regulation, overstimulation), rather than their level of desire to achieve”1
●

work just as hard on a ‘P test, as I do on the days I get an ‘A’, so the grades don’t help me.”

May have trouble changing activities, resist redirection (disregulation, state rigidity), show

irritability, “stubbornness”, or repetitive speech or behavior (perseveration) as signs of distress.

Though interested in a project, may not know how to start in (problems with differentiating,

prioritizing information).

Dfficulty seeing patterns, trouble understanding cause and effect, i.e. can make verbal contract
about schoolwork, without understanding actions that support it (information processing deficits).
Note: The “obvious” is not necessarily obvious to them!

Reauire etiernal prompts and cues Ionqer than peers (memo~ deficits), despite effotis to be self-,.
suficient and show competence. Ke~p direct~es simple; u~e as few words as possible. five

instructions one at a time. They may need some visual cues as prompts.

Rathbun, A. (1991). Repfinted with pemission.
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“A Tribute to My Daughter”

by Hi[[ary OLoughlin of Donne[[y, [daho

“But she’s so bfight! Not Misty. There’s nothing wrong with her – she’s just spoiled. It’s ‘only

child’ stuff, She’s spacey. Sometime she’s not motivated at all. Her classmates are ftiendly to her, but

she’s not ftiendly back. Misty is just immature, she gets all upset about such Ll~LE things.”

Misty was diagnosed with Fetal Alcohol Effects

(FAE) in the spring of 1993 when she was ten

years old As a birth mother and chemical

dependency counselofi I natural~ kicked myself

severe~ for lots of reasons. The hardest kicks
were probab~ administered for not having

figured out sooner that Mistyh differences were

organically based Fadorirrg organici~ into our

parenting and our ives has slowed miracles to

happen for our daughte~

For ten years, Misty was dealt with based on

mistaken befiek. We thought that she was

wllful~ resistant uncooperative, and so sloppy

that it was no wonder she could never find

anything, We wondered how a child couldget A k

in school and not have the sense to understand

that when she is rude to her fiends they m~ht

get mad at her We were convinced that our

fourth-grader with her ninth grade reading level

should remember to wear clean clothes to school

and wear her boots in the snow We didn ?

unde~tand that certain connetiions were just

not being made.

It didn 7 make sense. She didn ? make sense.

Being a parent ddn ? make sense. It was TOO

HARD. I had to be the worlds’ most incompetent

mother – my charming, intefhgent daughter was

dritiing me cr~! Could I be doing EVER~HING

wrong? My husband had chidren tom a

previous martiage, and HE tidn ? think I was a

bad mom. “Mis~,” he said ‘7s different horn
other kids. ” ‘5ure, ” I thought, ‘because fm

such a bad mom. ”
When our daughter was diagnosed w?h FAC WE

changed We changed our perception, our

parenting styles, and even our unstrutiured

lfestyle. We began learning and working towards

reaistical~ meeting Mistyk needs.,. she didn 7

change, things around her did

She was happy to know that when she drew a

blank on the mult~lcation tables, it wasn ?

because of stupidi~ Reieved that when she
was standing in the hallway because she forgot

where she was supposed to go, it wasn ?

because of being an idot.
I hear people say ‘iWhy diagnose? Therek

nothing you can do about it.’) For our daughtefi

a diagnosis was pivotal in that it gave us a so~d
place to begin. In order to deal with any

problem, it must first be idenhfied Strategies do
work, and interventions can make the difference.

One morning Misty accidental put on two

tifferent earrings. Several children in the local

stores pointed this out, laughed and Mistyh
‘featiion process” began. The first s~n is a

look of totalpanic in her eyes. Then the sagging

body language, tears, self-deprecation, and

finaly utter defeat.

/ happened to be standng nearb% and having

just finished an article on reframing I chose to

inteNene. “WOW how incretib~ COOLI What a

great idea! Who made that sly rule that we?e

supposed to wear the same boring earrings in

both ears? Misty relaed and the other kids

quit chucking. Reframing. It works. One less

blow to the self-esteem.

I’ve not worn matching eartings since that

day... a tribute to my daughter and to others

with FAS/E

Last year Misty% fifih grade teacher wrote:

‘Tocialskils are developmental~ delayed Misty
has severe anxie~ attacks, venousness, cWing,

and lack of abii~ to identi~ and voice gears and

concerns before they become overwhelming.”
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This vear Mistv is in the sixth arade, She, , .
remains high hrrctianing, bright and charming.

This year her teacher daes nat befieve there is

anything wrang with he~ Her anxie~ and

depression have impraved Armed wi?h

knowledge, we were able ta request a teacher

whase classraom has a calm, rel~ed emotional

envhonment and ta provide information and

strategies. Readng the teacher? face and body

language to interpret the worf~ Misty is

s~rrificant~ mare calm andrel~edas well

Perhaps my chfi#s successes are the reason

why I react so stmng~ when I hew Myhtier

to tiagnose? fierek nothing we can do abaat

k” fieek LOB we can do.

●

Reprinted with permission of the
Iceberg Newsletter,
PO Box 95597 Seattle, WA 98145
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KOW-ISH-MH-NEE-XM

(She Who Digs Fad while Traveling)

A mother~ reffedions on her d~ughter who hves with FdalAlcohol

5yodrome

By Suzie Kuershener

She is beautifulandbrightandgenerousin her love, beyond usual, gift those around her with an energetic
spiritthat magnetizesand“re-stimulates”all, includingherself. Sometimesherenergyseemsboundless
andwaybeyondyourown. Sometimes,herenergyseemsheyoka or contray to eve~hing you are trying

to do. And sometimes, her energy is so quiet, in a sad self-image of failure.

Somewhere between the boundless energy and the sad self; mage, there is a time of watchfulness, of
obsemation of “how to be good.” She has a genuine desire to please. My daughter, Kow4sh-kah-nee-xla
(She who digs fast while traveling) has worked hard to learn to be good. She watches, she tries, she asks
and she is broken-hearted when she sees herself as having “failed,” The strength of her trying and asking
tug at my heart; her perception of failure breaks it.

She has been lucky in her hfe because many have come forward to show her how to be. Elders, grandmas

show her how to be who she is and in the showing have offered her a structure of skills in watchfulness,
respect and gratitude through ceremony and action, that have honored and become the foundation of her
being.

Aunties and uncles and two devoted nun-nab, sister, have loved her unconditionally. A Montessofi
preschool guide and a warm and responsive kindergarten teacher have intended and reinforced, rather

than detracted from the tractional values of observation and respect.

All of these teachers have valued my daughter and have used her strengths to heal her weaknesses. They

have honored her hfe with a structure of functional skills in concretelearning.

Together my daughter and I have learned many things. Some of them arc

Her need to give and get love is real and almost insatiable, but I love the process of meeting this need.

Her difficulty in understanding and behaving in the midst of chaos and confusion is at least as upsetting to

her as to me, and we should avoid noisy overly adive environments because as hard as she tries, it is just

too much to process; and as hard as I try, my strategies for handhng the stress may not work.

Her knowledge of what is going to happen a while before it does, makes pre-planning extremely helpful in
terms of both her cooperation and her understanding. Such pre-planning and foreknowledge also

diminishes her impulsivity.

Her response to calm, single, or one-part dkections is immediate and cooperative.

Her response to loud, hyper-, manypafl directions is one of trying, then becoming frustrated and irfitated
and then finally tuning out (or it used to be tantrums).
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Her appreciation of praise and all forms of positive reinforcement is obvious by her immediate repetition of

those actions or behaviors that received praise. ●
Her visual memory is keen and incredible in its ability to obsewe, This means that curriculum materials,

behavior, language patterns and values that are “shown” and visually modeled will be the ones most
remembered for later use, Their use will be almost exact and she will say what she has seen,

Her needto knowwhosheis, spirituallyand culturally,is ctiticalto buildingthe resilientself-esteemthat
shewillneed to work her way through life,

My daughter and I are still learning, but with the learning, we continue to be grateful that there are so many

who have come fomard to love her and show her how to be, We have needed, and she desewed, that

honor that will reflect Kow-ish-kah-nee-xla’s beauty and brightness, so that she can see it for herself, even
when the letters, numbers, and colors don’t match,

This article is reprinted with permission & gratefu[ acknowledgement to the author,
Kowishkaneexla & the Northwest Indian Child Welfare Association,
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FAS & Alcohol Related Disor~e~:

COPING WI~ VARIABILI~

The following ideas provide a framework for thinkng about interaction between parents and children with

alcohol related disorders, compared to other chronic childhood conditions. As with all concepts, parents
need to take only what is useful to compare with their own experiences.

Psychiatric and behavioral science research have yielded concepts, data and practical guidelines for

enhancing the development and well-being of children diagnosed with a variety of medical conditions
(Hamburg et al., 1980; Magrab, 1978).

Patterns of chronic condiions in tildren an include

A. Conditions for which reasonable control can be provided throughout most of the course of the disorder.

CHRONIC CONDITIONS -A

Expectation @

Diagnotis
I

>>

Actual Performance

~ Time ~

[Malbin, 1991; adaDted Rathbun, 1992}

For example, children with diabetes can learn to take insutin and modify their nutrition and activity patterns

to help them prevent rfsk and lead full lives. h long as the medical regimen is in place, adults have
reasonable control in managing the condition and helping the child achieve expectations for development.
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B. Condtionsshoting a progressivedownhillcourse,

CHRONIC CONDITIONS =

Expectation @
>

+ Time ~

(Maltin, 1991; rev. Rathbun, 1992)

Some conditions compromise the child’s development by progressive deterioration. Once a diagnosis has
been made, families and significant adults in the child’s support system (extended family and friends,
teachers, counselors) cope with helping their child’s optimal development on a daily basis, while adjusting

to the reality of loss through progressive impairment, deterioration, and eventual premature death.

Though pattern A and pattern B represent different hardships for the child and significant adults in the
child’s life, there is some degree of predictability involved in each of them.

Families dealing with pattern A conditions count on the medication regimen to allow their child to meet

expectations for overall development (cognitive, social, emotional, physical, academic, etc.) As long as the
medicine is in place, things proceed fairly evenly and expectations tend to stay high.

Predictabihty is also part of pattern B. In this case, what is predictable is progressive loss, and eventual

death of the loved child, as diticult as it is. All significant persons learn what is ahead, change their
expectations over time, and resolve unmet hopes for the future.
In the above cases, adults providing care or education to the person with the condition develop

“anticipator coping”. They learn to accept what the condition means for daily fife, and begin to anticipate
or prepare for how to support the best possible outcome. Even if the condition cannot be cured,
predictahhty allows them some sense of control.
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In contrast, a third catego~ of chronic condition can occur in children,

C. Condtions characterized by macerbations and remissions.

CHRONIC CONDITIONS <

@

I (Malbi”, 1991; rev, Rathbun, 1991 )

There are conditions, such as asthma, which have a waxing and waning course; i.e. symptoms vary from

active to inactive, requiring differing degrees of intewention, though the underlying condition remains
present. Alcohol related disorders may resemble this pattern of ups and downs: some symptoms remain
present but vary in severity and manifestation dependent upon the age of the person and his/her fit with
the environment (vatiable performance characteristic of brain damage means that inconsistency may

persist throughout development into matutity), What is consistent about pattern C conditions is predictable
inconsistency (variability),

Lierature on medical conditions in childhood suggests that the more predictable the course of a condtion,

themorefeasibleit isto takeappropriatesteps, Co@ngvariesbycondtion:

PA~ERNA – Parentexpectationsmayremainfairlyhigh. As longas the childcontinueson medication,
theconditionis “controlled”anddevelopmentalexpectationsremaintypical,

PA~ERNB -Expectationsare reducedby prematuredecline. Copingmeansacceptingcatastrophicloss,
The family and child prepare for and experience loss over time. Expectations progressively decline.

PA~ERN C -Expectations must accommodate highs and lows, Co@ng means expecting “good days” and
“bad days”, Uneven performance is predictable and typical for the condition, Progress is on target in
some ways, while not in others, Though effort is continued, stamina, pedormance, and resilience may wax
and wane. Think back to the diagram of pattern C: Where would you draw your tine of expectation? What

kind of hne would it be? Draw it!
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ACCEPTANCE IN ACTION = “Anticipato~ Coping”

Deatingtih predictablestressthroughpreparationis called“anticipato~coping”;put simply,acceptance
in action,

Parents and children learn skills for living with ongoing and variable challenges, the consistent
inconsistency of FAS, and the range of alcohol related disorders, Predictable unpredictability is met with a
flexible, preventive, and innovative attitude, Three main coping tasks include:

Becomingfamitiartih the child’ssymptomsandhowthesearemanifestedin daily~f~
homing a&dent of the condtiion,

lden~ng patternsof interaction;
recognking the @betin the chrYdk condtiion and the ennronmen~ arrd

Findingwaysto mod~ theenvironmentandbuild~rengthsin areas of capaci~, improve the match or ~

creating options, instead of Ming for theml

[t is natural for parents to want to “fix” symptoms by seeking out professional help, Yet fewer professionals

go into practice with chronic conditions, than those who practice in specialties where they can cure or see
quicker results, Some professionals may have an underlying betief that if a condition cannot be “fixed or
cured then “nothing can be done”. This misperception can be overcome.

Research in medical family therapy suggests that families can learn to build on strengths and help children

face their challenges by learning about the condition, gaining support throughout the stages of grief and
adjustment, and by becoming active participants in developing solutions based on family and individual
strengths,

Source Adapted from Schowalter (1 979); McDaniel, Hepworth & Dohetiy (1992).
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PARENTING: Seeing Differently

Being a parent of a child with special needs is a complicated thing. We seek a “roadma# for parenting

chemically effected children. We want to know what the problem behaviors are about so we can read these
“signals” and decode them. When we think of providing structure, instead of tying to exert control, we get
lost. “Forcing control” oken makes problem behaviors escalate. Still, we have to do something What will

work??

Many of us have had less than pleasant experiences as children ourselves. We may have had abuse that
left us worded over “not knowing how to parent the tight way” (meaning we don’t want them to get what

we got), Even if our past went fairly well, we might be confused about what is typical at certain ages. We
have questions about many common situations, We can get hooked by our children’s’ symptoms, like

power struggles for example, mistaking their ‘help” or “ouch” signals for personal attacks. We get tired of
being the brunt of their resistance. They may be rigid despite our attempts to “make” them flexible.
Desperate for order and reasonable control over the constant struggles, we may feel guilty, cheated, and

inadequate in the face of not knowing how to “make them stop” or “finally please them”. We hate things
feeting out of control. (Notice, they may FEEL out of control, but not actually BE out of control.) In our
frustration, we may feel victimized by the child with effects, as if she or he has the ability (to satisfy our
demands) but is denying us out of spite.

In short, parentingpushesour own buttons. We know what gets to us, and we find out this is where the
struggles heat up. We say, “They know how to get to me,” This is harder parenting than most, true.
Slowly, we begin to see a larger picture, not just of who the child is and what she can’t do or can do, but

also, where ourownstrengthsandvulneratilitiesare,andhowwecando thishardwork, while taking care
of our own hearts gently. It is never too late to stop trying harder, and t~ GENTLER, Begin with yourself.

The biggest rule is: THERE IS NO PERFE~ there is just “tight now”.

Question: What is the worst thing she/he does that I feel has to stop? Pick something that really “gets to

you”. (Now, use your log).
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●
FAS /DRUG EFFEC~ PARENT 5UPPORTGROUP

HOM~ORK LW

PI= plan on spenting 10-15 minties ead day M tis aerase,

fie key to the IW is to observebehatiors,readons,patternsof gting “stuti’ that seemto happen a lot,
Refrainfromisterp@ng,judging,orguessingmotivationsunde~nghat yousee, Formmple

Obsewation:“He/dtiamywhen,,,Y
Judgmeti “Hegotveryangrytien..~

D~be oneting yourtild tid:

Mat wasyourfirstr=don (namethefeetingtiyoum)

Mat didyoudon~?

I sawmytild (ddbe thebehaviom,wrds, adonshat OCWA)

Mat didyountice inthisesample,Mer aboutyouoraboutyourtild?

Source: Adapted from materials by MalMn and Rathbun (1 992).
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Jedion 2: Diaan osis and Diathesis

Topic 3:’’Getiing A Diagnosis”: FAS Spedrurn Disor~eB

When parents take a child to counseling, a formal diagnosis from a mental health professional will

address 5 areas that work together like a puzzle. This puzzle forms a working picture of what is going on
for a child who seems to be having problems beyondwhat most children the same age might expedience,

Each area is called an “axis”, with a different specialist offering information on the focus of a particular wis,

For example:

Ws I Emotional, social, learning, functional or behavior problems Mental Health Counselor

Axis II Intelligence, mental capacity& personality disorders Psychologist

Axis Ill Medical conditions, i.e. physical conditions including brain damage Physician or Psychiatrist

Axis IV Environmental stressors, i.e. moves, divorce, death, family issues Parent, Child, Counselor

Axis V Rating of child’s overall functional level at time of assessment Counselor or Psychiatrist

We’ve been told that “you can’t get a diagnosis of FAS because it’s not in the DSM”! Why can’t we get a

diagnosis?

In fact, FM k tistedin the DiagnosticandStatisticalManualof MentalMsorders,RevisionsIll, IV,
and V. It is found undermedial disorders, 760,71, Fetal Mcohol Syndrome, because k is a physical
condtion, A pediatrician, child psychiatn~, gen~”cist, dysmorphologist, or other physician may diagnose
medical condtions on MS Ill, Mental heakh counselom diagnose only on Axis 1, 11,IV, and V. Counselors

refer the child to ctild psychiat~ or pediatrics asking the doctor for a “rule out of FM on Axis Ill”, The
counselor reports symptoms and history consistent with diagnostic criteria, and asks the doctor for a final

determination (called “their diagnostic impression”). FAS is then differentiated from a host of other
developmental or genetic conditions that could explain the child’s symptoms, The doctor gives an opinion

on the severity of the condition, and if co-existing conditions are present, Overlapping mental health

conditions are the rule, and there are medical conditions, which may overlap as well, It is more common to
find a child with several diagnoses listed, than solely FAS as an isolated medical tiagnosis, The brain-

related behaviors are commonly described by one or more mental health diagnoses of childhood.

Ctildren with prenatal drug exposure can also receive diagnosis, or “rule out” of various drug
effects upon the fetus, listed with FAS under medical conditions. These include Toxic Effects from Cocaine

(tremors, shtill cry, abnormal sleep and regulation), Toxic Effects from Hallucinogens, or others on the list
in the DSM. Physicians can specify Polyneuropathy Due to Drugs when structural neurological deficits or
abnormalities to balance, coordination, heating, speech, or vision occur secondary to severe drug

exposure.
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Static Encephalopathy, 348,3, non-progressive brain damage, is diagnosed when:

> Physicians find only some but not the full presentationof symptomsconsistentwith an FAS
spectrumdisorder,

> Evidenceof organicityinneurologicalexaminationfor “soft signs”, and
> Alcohol or other drug exposure histo~ of unknown quantity

(“Unknown quantity” simply means that though the mother drank or used, exactly how much

and how often, or in what combination with other substances, remains unclear specifically

during the pregnancy),
> Additional genetic history of DD or chronic mental illness, multiple drug exposures, and post-natal

trauma such as anoxia at birth, multiple placements prior to age 6, or other maltreatment or

neglect.

Compiling the portrait of a comprehensive diagnosis involves parents working systematically with
different specialties, each contributing a piece of the diagnostic puzzle, It is rarely a “one time visit to the
doctor” situation. hke pearls on a necklace, each pati is added to form the whole pattern, It can take
weeks or months to receive a diagnosis, depending on access to speciahsts, insurance approval of
referrals, adoption suppoti, and regional resources.

In group dscussion, parents explore the five axes describing experiences of how this process has
worked in different famifies. We discuss how ttis “comprehensive multi-axial diagnosis” or functional o
picture, translates to services from medicine, education, mental health, occupational therapy, speech and
language, etc. In general:

In general, each field has an approach to the problem, though the other aspects of the diagnosis need

to be taken into consideration, Each field uses distinct terminology and techniques. Each kind of expertise
may apply, but the parent has the whole view of how the pattern plays out on a daily, weekly, or monthly

basis, and how life is working using the new tools,

Parents benefit when professionals describe what happens, or what the ctild’s behavior looks hke,

sounds hke, etc., in clear common language. Parentsseethe childaroundthe clockand havethe most
timespan information.Parentsneedto learnto usethis ‘data’andaskothersfor theirs in plain language,
Comparing what is seen; the child may function differently in different environments,

Professionals may comment, “all children do that” or “that is pre~ normal for Ms age”, and when the
difficulty is that simple, parents are more than pleased. However, it often is not. Parents can show over
time that the frequenq, intensity, or duration of the child’s symptoms may be Mat sets their behavior

apart. There is no better source for ‘data’,

No test measures fatigue, contision, and behavioral deterioration or disorganization quite as
accurately as Mat is seen during a routine day or routine wee~y period – a time span view, Stress is

“dosed” over time. h builds or decreases over time. This makes k hard to “see” as compared to other
factors professionals usually encounter. ●
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Research has explained some of what alcohol exposure can do to change fetal development and

therefore, later behavior. When a mother drinks, her blood alcohol level goes up sharply. As her mature
liver and kidneys slowly metabohze out the byproducts of the alcohol, her blood alcohol level goes back
down. While the alcohol is present in the bloodstream of the mother, it also enters the fetus, where it slows

or stops normal activity of cell development in the child’s growing brain for the duration of that exposure

(until the mother’s organs clear the alcohol from their shared bloodstream), This translates into structural,
physical changes to brain development, which may occur from exposure to alcohol. The fetal brain is

generating cells continually, and then encounters a recognized poison to cell development– this defines
alcohol as a “neuro-toxin”,

In a typically developing fetus, glial cell migration builds the layers of brain tissue, which become the

cotiex – the “command center” of the brain. The cortex is the rich mass of neurons (newe cells) that
communicate with each other through synaptic activity that underlies thinking, feeling, sensing, and
learning. Cells have sites (terminals) for synapses that fire chemical signals back and forth, This is the

processing work of the brain, Alcohol in the fetal bloodstream disrupts glial cell migration, The cells fail to
migrate properly, changing the actual structure of the cotiical cell layers. Synapses fire from tillions of cell

terminals in these layers, Where cell layers are changed, terminals and synaptic activity are also.

Cell growth “catch up” after alcohol leaves the system, occurs to compensate for missing activity. This
is called “fetal plasticity” and can result in overgrotih; cell migration clustering upward tike ‘tangles”, Gaps
can occur, where there is no tissue at all (lesions, discussed above), interspersed with areas of tangled-
Iooking cell overgrowth. When considerable damage is done this way, the cortical tissue, which usually has
orderly layers rich with connections, instead looks disorganized, with dense cell clusters, gaps, and tangles,

Even when no gross abnormalities in the child’s brain structure can be seen on the MRI, electron

spectroscopy can show problems with how different regions are working together (or, not working together
as would be typical), The brain’s synapses and finked networks of specialization govern assorted functions:
this allows the body to do fundamental tasks over various conditions and in different com~nations of

accommodation, habituation, and modulation – the regulatory work of constantly upgrading capacity of the
body-mind to successfully master changing conditions.

We hear about ADHD, Attachment Disorder, Learning Usabifities, and other names for patterns of

aVPical development, behavior, learning, emotional ~ndioning, andsocialinteractionin children.Whena
physicaldifferenceundertiesa pattern,outsidefactorsfurthershapeit for better or worse. Damage to the
brain sets up increased vulnerability to behavioral, learning, and social problems,

Meningitis, encephahtis and other diseases can also cause brain impairment, as can shaken baby

syndrome or other traumas; closed head inju~ neurotoxin exposure (including anti-nauseants and other
medications, dilantin, depakote, etc.), and environmental toxins (lead, mercury, ceRain pesticides, etc.),
These things change brain development in ways that cannot be ‘(undone”. Alcohol is the most socially
accepted, commonly used and abused neurotoxin known to pose risk of damage to an unborn fetus, Sadly,
women in their childbearing years are also in the stage where there is greatest likehhood of increased
alcohol use, It is a common “way to unwind” and creates a feeling of easy comradery. In the earliest
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weeks of pregnancy a woman may still be unaware she conceived, Many children may see some alcohol

exposure, but have no measurable adverse effects. They are the fortunate ones. ●
Knowing what harm can be done, how can women drink when they are pregnant?

This question implies two answers, First, the emotional reality of being angy and upset over how

this continues to happen to children is a legitimate expression of the natural desire to provide, nutiure, and
protect children and future generations (even after the fact!) Anger and grief towards the birth parent is

completely normal and understandable, Sometime a parent’s sense of frustration with the children shifts
quickly to impatience and indignation with what harmed (or harms) them. Anger and gfief are the markers

of rethinking how to provide, nurture, and protect these children, according to their unique challenges and

compensating strengths,

The second point is the alarming fact that though, on some level, a woman may know instinctively

that alcohol and pregnancy don’t mix, yet somehow keeps drinking. What accounts for this? How is it that
she earnestly promises to abstain one moment, yet at another time (perhaps even the same day, a
different hour) any deterrence she felt is simply overcome, she drinks again, with the denial, displaced

anger and inner despair increasing in a vicious cycle? It’s irrational!

Nothing could be truer! The rational part of the brain, the frontal lobe, is not the part of the brain

making the decision. It recognizes compulsion from another brain region, and powerless to shut off those
urgent signals, makes “mini” deals tying to quell the mismatch of information, i.e. “I’ll just have m quick

drinW, or “It IS my vacation after all” or “1 had a bad day”, etc. Internal chemistry changes are at work
which she doesn’t understand; reduced neurotransmitter activity occurs when the body is craving the next

use, there is neurochemical flooding when high, followed by even further depletion and poor rebuild of ●
neurotransmitters, causing a state of slow “starvation” of the “feel good” chemical signals in the brain
between using episodes. What we actually see is what appears to be a loss of the abitity to choose, to take
a drink or leave it (or continue to leave it), Loss of choice over the compulsion is termed “loss of control”,

the signature of alcohol dependence, Nnge drinkng is not choosing either, because sooner or later in the
hinging process, another high volume use will inevitably occur (though verbal rationalizations may try to

explain this away), Abnormal metabohsm of byproducts of the alcohol cause a neurochemical chain
reaction which signals “time for another dose” to the abnormal body chemist~ of people with this

particular brain-body chemist~ problem (a genetic component for which runs in certain famifies).

Alcohol use varies among women, Many drink completely unaware they are pregnant, Some
consider beer and wine benign and only “hard liquor” a tisk, though the absolute alcohol content is the

same (1 can of beer = 4-5 ounces of wine = 1.2 ounces of spirits or liquor), 8inge drinking is defined as
5 or more drinks per occasion, typically 1-2 times per week, 8inge drinking was found to produce
measurable damage, and is found to be as hazardous to fetal development as chronic, daily drinking, The
variabihty and complexity of these issues suggests why it has taken over Weny years of research to define

these effeds as distinct from other malformation patterns in childhood and causally fink a particular
syndrome with exposure to alcohol.

A standardized diagnostic set has been in existence since 1980 (Rosett, et al), A comprehensive
diagnostic protocol developed for pediatricians was introduced in 1997 as part of the CO~s FAS

surveillance effotis. The 4 digit code procedure developed by researchers at Seattle’s Fetal Alcohol ●
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Syndrome Diagnostic and Prevention Network helps physicians evaluate for FAS spectrum disorders using a

● standardized method for assessing level of alcohol exposure, plus changes to growth, facial characteristics
and brain function. It is more complicated than a blood or skin test that reads positive or negative, and

involves several disciplines working together with parent and child. This curriculum was developed in
conjundion with trial use of that protocol in a typical outpatient mental health center.

How does all of this play out in real fife for most families?

When a child suffers a head trauma, doctors can see and measure the location and extent of the

damage. They can compare how the child does after the injury to how the child did before it happened.
With damage to the central newous system from alcohol, no “preinjury” baseline measurement is possible.
No one will ever know how the child would have knctioned before the brain was exposed to alcohol. A

doctor compares the child to age mates, and to what is known of typical development. Without a
standardized test for the condition, i.e. a blood test, or medical procedure that is standardized and
accepted for use, physicians are often ambivalent about the worth of a diagnosis. Would it help or not?
Does it change anything for the child, either favorably or unfavorably? Could it harm by increasing stigma
associated with alcohol? Would it change people’s perception of a child’s potential? Would someone still

want to parent this child?

Discussion of possible disahlity is often delayed as long as possible, to prevent hmiting positive
expectations for a child and safeguard the child’s acceptance by society as a whole. Few are willing to
diagnose or suggest a condition for wtich there is thought to be no cure, or where the scientific Hterature
has not yet indicated a course of action to take in response so as to have a way to manage the condition.
Though Rosseti, et al. desctibed procedures for diagnosing Fetal Alcohol in children back in the 1980’s,
the pediatric diagnostic guide now in use by the Centers for Disease Control for surveillance data on Fetal
Alcohol Spectrum Disorders now was not available when most physicians were medical students. No
specialty field of medicine has chosen this population, i.e. genetics, teratology, environmental medicine,
behavioral pediatrics, developmental pediatrics, psychiatry, neurology, etc. In addition, the professional’s
role is to treat disease; chronic conditions in children are hard on the natural desire to offer a remedy.
Referring out for a specialist consult would happen only if gross abnormality of the brain (serious hard

signs) are suspected, and the rounds of specialists may include one or several of the above distinct

specialties in medicine, not to mention psychology or counseling. Doctors wish to match the needs with
actions that will bring as much relief to the child and family as possible. Reduced emphasis on these

conditions is thought to help the family not be problem-focused, however, actually adds to family stress. It
is not unlike the emotional motivation of an adoptive parent, who wants to love and restore opportunities to
a child who was initially hurt or disadvantaged by another, and avoid any terms or labels on his experiences

that could “stick with him” and induce negative perceptions by others. NI loving adufts want to do
something that might help, tile at the very least, doing no further harm:

Doctor “Any harm to a child can be hard to talk about because no one would ever wish a child
brain impairment, knowing the grief and challenges that then must be faced. It can be hard to tell . . . Is this
from the alcohol or from eady losses?” The literature documents abnormal regulation, problems with shrill

cv (acoustic Pr0peflie5), sleep abnormalities, difficulties coordinating feeding sequence (suck, swallow,
breathe) and hype- and hypertonic (necrologic tone in musculoskeletal system) occurring from the alcohol
and other drug exposure giving rise to persisting difficulties in early childhood and beyond which occurred
despite placement from birth into stable, loving adoptive homes.
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Professionals worry “ . .if I diagnose the child, I’m essentially accusing the mother of damaging

her child. I can’t tell her that. Besides, children grow,. maybe she’ll grow out of it., .“ As FAS is only
●

diagnosed in childhood, some think it simply ‘disappears’ by adulthood, The vast majority of adults with
FAS who may warrant diagnosis of Organic Brain Oisorders based more on how they continue to fundion,

are served under other mental health conditions or developmental disability, if they are ever recognized
has have organic brain damage at all. Long-term issues for adults are still being studied (see literature

by Streissguth and colleagues on seconda~ disabilities).

What can I say to a dtinking mother? When the alcohol damages the mother (causes any

inebflation at al even rrrti~, it can damage the child. When a mom knows alcohol can hurt her baby and

still dtinks, that is not social dtinking,.. that’s when alcoholism screening is warranted, Empathy, honesty,

and timing are important; most chemical dependency treatment centers have staff that can assist when
intewening with someone who has a problem with alcohol or drugs.

What is worse than having an addiction is not getting the facts. How can another alcohol-related

birth be prevented? Facts permit the opportunity to face what is real and learn to handle it. With diabetes,
for example, there is no question of referral to supports for improving management of the condition. With a

mother’s alcohol abuse, discussing the condition and risk to the child is simple and sad: when alcohol hurts
her body, it also hurt her baby’s body inside her. Provided with reassurance that, clearly, no one ever
intends to have this happen, a woman can face this medical issue as with any other; gaining an evaluation

of the problem and degree of symptoms the condition is creating in her life, and gathering social or family
suppoti to aide in rehabilitation once treatment has stabilized her. Referrals and calls need to happen
immediately, with help from the professional and hand-to-hand, face-to-face supped. ●

Professionals and famihes can begin outreach to treatment by normahzing losses to quality of Ife
and relationship the drinker never meantto have happen. “Loss of control” IS the fingerprint of addiction.

Abnormal brain responses of craving, protecting supply and access to the next use, and other symptoms
show that alcohol is “driving the bus”, while the woman and her best intentions bump along for the ride.
Her frontal lobe can “see” how her behavior (at the midbrain level) begins to violate her own values (which

are held in the frontal lobe). This is why denial, a protective defense, arises to rationalize or make sense
after the fact of insensible action. She denies use, minimizes negative consequences, promises not to use,

attempts to stop or cut down, believing she can, then runs into the brainstem-driven cycle with alcohol
again! She can see what is happening, but cannot reconcile the war between her frontal lobe (concepts)

and midbrain and reflex level behavior (reactions). When met with empathy, plus honesty, the above can
be explained, i.e. most people can have drinks, but do not experience imoroved performance in early use,
crave drinks, gulp their drinks (a late middle stage sign in women) or get blackouts. Imagine what it’s like

to promise then find oneself acting “on autopilot” doing exactly what was not supposed to happen again,
etc. Something physical, beyond her understanding is wrong with her physiology. Naturally, she can’t fix
that without tools, and even so has to harness the help of the very organ experiencing the worst symptoms
– her brain. Not all recovering people can go through rehabilitation retaining their children or remain
consistently abstinent over time in order to make amends and raise their children adequately. Carefully

specialized programs are needed for persons with dual disorders of chemical dependency plus either
mental health, or additional developmental disorders, and pregnancy.
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In screeningfor childhooddisorders,fear of stigmatizingthe childand avoidingreferenceto a
mother’sdrinting are the rule, even when the facts of alcoholsm are known about a chidk parents.

Professionalsmayseea person’sdiscomfotiaboutthe subjectanddistancefromthe subjectso asnot to
“chase them off or “shamethem” or “risk an angry patient complaining”. Or, like anyoneelse,
professionalsmaydiscoverunresolvedfeelingsor pastexperienceswith an alcoholicfamilymemberor
friend. Denialmay cause gaps in patient care, such as omission of alcohol or drug use or abuse in a child

or mother’s medical or counseling chart (effort to protect appearances). Professionals also have legitimate
concerns about oversimplifying, or attributing what they see to just one cause, even when they know
alcohol and drugs can compromise a child’s health, Added, damage from alcohol and drugs during

pregnancy shows a broad range of outcomes, from little or no effects to severe disability or even death,

Where we are wfh FAS inteNention as a socie~

Unless the professional was trained in the last 5 years using the latest diagnostic information from
the 1996 Institute of Medicine’s Repoti on Fetal Alcohol Syndrome and Effects (see Section 2 handouts),
the information they have on FAS may not include current criteria for diagnosis of alcohol related disorders
along a spectrum, Past studies familiar to professionals focused on mental retardation often found with
alcohol related disorder. However, studies now show a broad range of outcomes: IQs from 30 up to 130,
with median IQ at 74, just slightly higher than that which meets clinical criteria for mild mental retardation.
As a general rule, this does not match with legal definitions used in developmental disabilities, requiring an
IQ of 63 or lower for retardation, Parents are understandably confused, Professionals may be caught at

cross purposes depending on which system they belong to and the critetia used there: they often have to
describe the deficits several ways (rather than just by IQ scores) trying to piece the puzzle together to
legally secure supports

Thus even when a child with full FAS walks into a doctor’s or psychologist’s office, the professional
may not see it. Seeing it depends on what the professional would recognize as FAS from the studies or

prior training, If “it” walks in announced by an adoptive parent, the professional may caution parents not
to oversimplify or jump on the “newest trend” in disorders, Natural feelings of intense concern and anxiety
may be misunderstood as overprotection or controlling,

Fewer physicians go into treatment of chronic health conditions Ike cancer, than those treating
what is curable. Fewer counselors and psychologists have speciahzed training or expedience with both
developmental disabilities and mental health conditions, though these so often overlap. Unless they have
worked with stroke rehabilitation, i.e. to retrain language or motor functions with Alzheimer’s or Parkinson’s

disease, they may be unfamiliar with distinguishing organic from psychological disorders.lThe organ most

sensitive to damage from alcohol during gestation is the brain, but the damage can be the hardest to
measure because we can’t “see it” fike we would a blow to the head or visible Kmb malformation. Instead,
we have something similar to a chemically caused closed head inju~ profile without the benefit of any way
to measure how the brain would have functioned pfior to the repeated exposure to alcohol while it was
developing. As stated by Dr. Jay Edwards, a neuropsychologist, “Even with beneficial environments to
further a child’s potential, once a child’s brain has been damaged by neurotoxins, Mother Nature holds the

trump card. We can assist further growth in a child’s abilty to compensate, but we can’t change the brain
back to where it would have been before,”

‘ Taylor, Robefl L. (1990): Distinguishing Psychological from Orgmic Disorders: Screening for
Psychological Masquerade; Springer Publishing.
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Topic 4: Diathesis - Re[iefi Grief and Resolution

“One day I was sitting in the cab of our truck with our 16 yr. Old son. And it was hke just sitting
●

there, he takes all the air in the cab, without even saying anything. He just sucks all the energy around
him. And I realized, MAo he is. What he has.. he will always be like this. He was this way as a tiny

boy and he still is, though he’s almost grown now. His condition will always be with him.”
“And in that moment, I thought of sitting some morning at the breakfast table, he and 1, drinking

coffee and reading the newspaper together, maybe talking a tittle about what’s going on in theworld,Ike a
fatherand a grown son woulddo on a Sundaymorning. ... and it hit me. Wewill never do that. It’s not

going to happen. I won’t get that father-son moment I’ve been waiting for all these years. (With tears) It’s

such a little thing, but it was all I really wanted. Just to have that kindof quietunderstandingtogetheras
fatherandson.. .. to sharesomeinterests.That’swhen the wall of all this grief I’ve been holding back for
years came crashing down. I’ll never know him like that, It’s not in there. I haven’t just been waiting until
he’s grown-up. I was hoping for someone to be in there and “he’s” not in there. What he is, my real live

son insteadof myfantasyofwhohewouldbe,isthispersonI’msittingherein thistruckwith, Someonefor
whom everything is somehow always about him, what he wants, the errd/ess wantjng that pous out of hjm

even whenhe’sjust sittinghere restless taking all the ajrjn the cab. This is myson.”

Our biggest goal as parents is really about learning how to be present with others where they are;

not just where we want them to be. Healing involves becoming emotionally and physically available to

reality – our life as it is, on life’s terms. Many of the most loving, eating parents find themselves at an
unforeseen crossroad: they love their child but can’t stand fiving with them, It is a devastating sensation:
as if the heart cannot bear what it knows. Some say, “But I can’t divorce a child!” They feel trapped by

how they are feehng. ●
Parents who adopt a child with special needs experience this phenomenon and often feel
terrible about having such emotions and thoughts: increased irtitabilty, exaggerated
negative self-perception, insomnia and appetite changes, catastrophic expectation and

overreaction to changes beyond their control, limited awareness of possibilities, displaced
anger, tearfulness, sense of futility. These symptoms are all associated with depression, a

physical state of depleted brain chemist~, when one’s “feel good” and self-calming
neurotransmitters in the brain have been used up in the course of being the emotional and

cognitive “valve” for another person’s damaged mind. The symptoms aren’t as simple as
true emotions about the child, as a human being, but are interwoven with emotions reflecting

the yearning for parent-child relationship. Hopelessness, anger and defeat can reflect utter
exhaustion from the stress of what it takes to help the child “read” and “relate” effectively to
self and others – to be their auxihay circuits, translating back and forth, breaKng the large
into bite sized, do-able pieces.

Parents see that “normal” life is continually swamping the child’s mental boat, which then tends to
take the rest of the family into the hurficane with them. They expend enormous energy sewing as the
child’s rudder. This literally drains a parent’s stamina, and puts the parent into mental and emotional
fatigue (beyond what genetic tendencies may already exist in the parent’s background).

When they seek out a counselor, that professional may confuse the signs of burnout for lack of

genuine love, or not know how to ease the friction, inadvertently shaming the parent for getting to ttis ●
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point when they “knew what they were getting into by adopting”. No one, however, truly “knows what they

o
are getting into” developmentally, as the unique mix of strengths and vulnerahlities can only reveal itself
over time. Nsk of burnout for special needs adoptive parents is something only recently observed in the
literature, It is most often recognized in relation to caring for loved ones with Alzheimer’s or other chronic

or deteriorative illnesses. This common expedience can be named and treated, because it is part of the
walk every fami Iy learns as they make the stift into iving well with a chronic condition in someone they love.

Parents show the physiological changes of depletion, confuse these signals for “negative” emotions or

character weaknesses, personalize the cycle of stress dynamics and feel ashamed or different from other

parents, unaware that much of what has occurred are normal byproducts of exceptional care.

Compsion bbgue describesthis wearand tear on caregivers,whoseownboties becomethe auxiliary
brainandphysicalsupportfor someone who remains inconsistently able to function safely – to think, feel
and do for themselves in the course of daily Ife. We might expect it to produce physical, mental and
emotional exhaustion when we consider a caregivers “work shiti, i.e. we wouldn’t dream of expecting
nurses or doctors to work a shift that lasted 24 hours a day, 7 days a week with no weekends off, no
vacation, no medical leave time and no paycheck – for five years! (Much less 10, eighteen, etc.) That IS

the work shift of primary parents of children with special needs, No wonder, then, that we are on empty.
So, what helps?

Parents inherently fight feeling gtief because it is so at odds with internal images of what it would be like
bringing a child into one’s fife. Unmet expectations, even owning the ones that were unreahstic and arose
from our own unmet childhood needs, are still pictures in our minds and hearts, and with those pictures

● come many kinds of longing. Many parents want to provide for a child because they didn’t get provided for
themselves, as children, and didn’t want another to have to go through it. When this happens, the child’s
needs may seem endless and eventually our own needs compete. Parents may want the family to be a

certain way out of fear that if it’s not . . . . well, what exactly what is the fear if in real hfe, things are not as
we’d envisioned? What kind of structure is needed? Are we seeking to provide structure, or slipping over

into insisting on control? Parents slowly learn to give up tying to control their child’s emotions. To
recognize how to begin to accept the “unacceptable” which is defined differently according to each
particular family.

However one defines it, the bottom line becomes clear that no matter how parents t~, our atility to
provide, nurture and protect is naturally limited, for all growing children, but with particular poignancy for

children with alcohol effects. Parents learn how to hve out choices, not chain readions, by accepting
differing expectations for different family members, rethinking roles, spoken or unspoken assumptions and

betiefs.

Parents step back and regroup, rethinkng how to be there for the child, They stop confusing who is there
for whom. Any child, but especially the child with special needs, needs immunity from being unconsciously

confused with our parents or resented for others who failed to meet our emotional needs. Organic brain
impairments and other symptoms are plenty for the child to handle without additional accusations, blame,
or emotional blackmail (i.e. “1 will love you k..?, “ WHY? Can you just tell me@ you didn’t...?, You don’t

love me or respecf me, or you wouldn’t keep doing...,”), We take invento~ of what ttiggers we have and
how these get “bumped” when our children with alcohol related disorders are self-occupied. When
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reciprocity just works very differently for them – or how caring and sympathy are so concrete, and empathy
may or may not be available due to their brain “blinders”. ●

The old ways to change a child’s behavior perhaps involved attempts to manipulate, cajole,

coerce, threaten, or force. These new approaches require that parents detach, break things down,
motivate, and provide, while accepting the child’s natural right to reject much of what parents offer.
Parents must also learn to accept their child’s cognitive rigidity, concreteness, or reflexive arguments,
which show they cannot take in the pictures or meaning of our guidance and then apply it in step-wise
fashion. Add in the complex and variable nature of organic brain impairments, and we need extra

information to help us differentiate, plan, and interact successfully. What we are after here is restoring

balanced parenting (even if on sore feet, and on rocky, uneven terrain of “good days& bad days”.)

It is a parent’s job to revise unacknowledged expectations of the child with FAS/E, while tating
careto stop role reversals that make the child Ive “for the parent”. As parents, we need to grow gently,
but persistently, into awareness of ways we avoid the effected child’s needs, or rationahze that “we could...,
if only they would,..” acting out our own unresolved anger or disappointment on them and their disabihty
over which we feel so powerless. We may come to a point of resenting their hanticap, repressing the guilt
we feel from having taken on a basically impossible goal of trying to “fix them” and make all things right.

Much of the effected child’s typical problem behaviors result from their frequently unsuccessful attempts to
respond to the environment through the distortion of symptoms they can’t help. We may sink into despair
that they “just can’t get it”, as if we didn’t try hard enough. Usually,weneedto shift intotryingdifferently,
insteadof harder,Weneed some new tools in our parenting tool kit.

Keepingit simpleinvolves learning some basic facts about neurological vulnerabi~iies. It helps to get a feel
for tiat Ws hke in their skin, so that we can reduce our tendenq to overreact or personalize behaviors. ●
Several handy tips can enter the picture here.
1. When running into a familiar stuck point, ASSUME THE BEHAVIOR IS TRYING TO ACCOMPLISH
SOMETHING. AVOID PRESUMING THAT A) IT IS BAD, AND B) IT IS AIMED AT YOU, It may be convoluted,

but not willful. Take the time to ponder what purpose it has for someone for whom things get vey

“uncoupled” and disconnected. As the saying goes, “Don’t prejudge.”

Sally Caldwell tells a wonderful stoy about a tittle boy with FAS who got up at 3:OOAM and
went down to his friend’s house to play. When asked, he could agree that it was dark outside,

that he hadn’t had breakfast, that he was in his pajamas, etc., but the pieces of information
didn’t form a pattern for him about social convention for visiting a neighbor’s home to play.
He had no mental “set” for the appropriateness of his behavior. The information he was

acting on was that he was going to his friend’s house, where his friend Kves, and it was the

same place he always plays with him. Never mind the rest.

2, If getting hooked, DETACH. Take your eyes off the person; step aside or into another room. Take 4

deep breaths. Feel the effort going back to the child. Stop “wearing” their feelings. Back your own energy
off! When theY sense others’ build up it addsoverstimulation,wtich makesprocessingevenharder,
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3. Comment,don’t cross-examine.A gentlephraseto point out whatyou see puttingthe subjectfirst

● helps,i.e. “youriacket– it’s on the floor. Hookis here,please”(pointing). Avoideverasking,“WHYdid
you DOthat?!” becauseit’s actuallynot a question,as there is no okayanswerthat would ease the

parent’s anger. The “Wh~ question actually communicates “I’m upset! What on earth was that action

for? (or.. lack of action for?) and shows that parents are already stuck in personalizing the behavior.

4. Reminders, not reprimands. You can offer information. It is quite possible this information simply ddn’t
register Try to “boost the signa~ with a visual image or a gentle touch on the shoulder only when you are

not feehng pressured. Example: on memory cuing, you might say, “Let me check something with you.

Getting reminders. What will help and not hurt your feelings?”

5. One bite (byte) at a time. Let them finish the first step and come back to you when they are ready for

the second. Don’t chain a list of directions together, as it guarantees disaster, Stay with one instruction at
a time, Take the time, and let them do so, too. Arguing when it all falls apafi takes just as much effoti
without nearly the gains.

6. Keep the environment as simple as possible to reduce things they have to keep track of..,think “Zen
bedrooms”. Less is best. For them, and for you. Simplicity equals freedom from the overstimulation that is
relentlessly exhausting to them, Never underestimate how tired they get from what seems a “typica~ day of
having to order, sequence, track, etc. to get through their routine.

7, Routine! They need external order, because it is constantly falhng out of place for them internally.
Ttink of a building that is constantly under construction and needs a sturdy scaffold around the efierior to
hold up the walls. They need a daily schedule to be a scaffold so they can hold things together.

8. Cue changes or transitions well ahead of time and at intewals (45, 30, 15, 5 minutes if possible.) It is
amazing how much difference ttis makes. Getting ready to go do something else is an actual task as much
as the activity that was scheduled, according to Carol Cole of the Savin School proiect of the Los Angeles
Unified School District.

Tating a different approach doesn’t happen overnight, but there are definite rewards from giving up an
adversarial relationship with your effected child. Know that anger is not the opposite of love, indifference
is. Anger is a normal part of grieving, and it occurs in the face of coming to terms with losses, The level of

anger you may feel will give you some sense of the amount of strength you may have for the iourney of
reconstructing new ways to relate to your effected child (ren). Don’t stuff it or be ashamed of it. Talk it out

with the group. It is fuel for the iourney.

At somepoint,your children may need as much room as you can give them for dealing with their own

anger, loss, and grief over their condition.
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Group 10- Family Suppo~:

Talking With Your Children

●

●



A DIAGNOSIS= 5 PAR~

FM is a handicap~ng condition listed among medical disorders of childhood.

What about when we’re told our childhasADHD,then later this or that other tiagnosis?

Let’s look at the parts of a diagnosis. It’s like a puzle with 5 @eces(each called an Ns):

Ms I – This axis involves mentalheakh a counselordesctibeswhata child’sproblem“looks” like in
:ermsof mood, behavior, thinkng, or learning. The child may have Post Traumatic Stress Disorder,

4DHD, Oppositional Defiant Dsorder, Anxiety Disorder, Depression, Learning Disorders, or other
overlapping childhood mental health problems.

four child’s Ns 1:

Axis II - Ttis axis involves psychology a psychologist evaluates intellectual capacity or personahty
functioning through testing,,, retardation and personality disorders (considered fixed traits) are listed

here, Retardation is often not diagnosable until after age 7. Personality disorders may be emerging,

but not formally diagnosed until adulthood.

Your child’s MS 11:

Axis Ill – This tis involves medical conditions FAS spectrum disorders, brain injufles or organic brain
disorders, seizure disorders, asthma and other physical conditions are listed here. The physical

condition may underlie or contribute to what is described elsewhere on Axis 1, l!, IV or V.

Your child’s Ns Ill:

MS IV – This axis involves ~ie Sressom a counselor explores relational problems for the child related

to significant changes, losses, or stressors to a ctild’s family, home, school, peer, occupational and
community functioning. Included in this axis are problems related to histo~ of maltreatment or neglect

the child experienced or other significant “hfe events” (i.e. witnessing domestic violence, terminal illness

of a sibling, etc.)

Your Child’s Axis IV

AxisV– Ttis axis rateshowthechildisdoingaccordingto a fundionalscaleat thetimetheyareseen.
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Diagnofiic Criteria

Fdal Alcohol Syndrome (FA5) and Alcohol V[ated Effe&

In the 1996 Institute of Medicine report, Fetal Alcohol S~ndrome Diaqnosis, EDidemioloqv, Prevention and

Treatment, edited by Stratton, Howe & Battaglia and published by National Academy Press, Table 4-1

outtines diagnostic criteria for FAS and Alcohol Related Effects as follows

FHAL ALCOHOL SYNDROME

FAS tih confirmed maternal alcohol exposure(1)
Confirmedmaternal alcohol mposure (1)

Evidence of a characteristic pattern of facial anomalies that includes features such as short palpebral
fissures and abnormalities in the premaxilla~ zone (i.e. flat upper lip, flattened philtrum, and flat midface)

Evidence of growth retardation as in at least one of the following:

Low bhth weight for gestational age
Decelerating weight over time not due to nutrition

Dispropo~ional low weight to height
Evidence of CNS neurodevelopmental abnormahties, as in at least one of the following:
Decreased cranial size at birth

Structural brain abnormalities (e.g. microcephaly, partial or complete agenesis of the corpus callosum,
cerebella hypoplasia)
Neurological hard or soft signs (as age appropriate) such as impaired fine motor skills, neurosensoy

hearing loss, poor tandem gait, and poor hand-eye coordination ●
FM without confirmed maternal alcohol exposure
B, C, and D as above

PafiialFASwithcofirmed maternalalcoholexposure(1)
Confirmedmaternalalcoholexposure(1)
Evidenceof somecomponentsof the patternof characteristicfacialanomahesEitherCor Dor E
Evidenceof growth retardation as in at least one of the following:
Low biflh weight for gestational age

Decelerating weight over time not due to nutrition
Disproportional low weight to height

Evidence of CNS neurodevelopmental abnormalities, as in at least one of the following:
Decreased cranial size at birth

Structural brain abnormalities (e.g. microcephaly, partial or complete agenesis of the corpus callosum,
cerebella hypoplasia)
Neurological hard or soft signs (as age appropriate) such as impaired fine motor skills, neurosensory
hearing loss, poor tandem gait, and poor hand-eye coordination
Evidence of a complex pattern of behavior or cognitive abnormalities that are inconsistent with

developmental level and cannot be explained by familial background or environment alone, such as learning
difficulties; deficits in school petiormance; poor impulse control; problems in social perception; deficits in
higher level receptive and expressive language; poor capacity for abstraction or metacognition; specific

deficits in mathematical sKIIs or problems in memory, attention, or judgment. ●
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ALCOHOL-REUTEDEFFE~S

●
Clinical conditions in which there is a history of maternal alcohol exposure (1)2 (2), and where clinical or

animal research has linked maternal alcohol ingestion to an observed outcome. There are two categories,
which may co-occur. If both diagnoses are present, then both dagnoses should be rendered:

Ncohol-relatedbhthdefects(ARBD)
bst of congenitalanomalies,includingmalformationsanddysplasia:

Cardiac Atflal septal defects Aberrant great vessels

Ventricular septal defects Teratology of Fallot

Skeletal Hypoplastic nails Chnodactyly
Shortened fifth digits Pectus excavatum and
Radiounlar synostosis carinatum
Flexion contractures Nppel-Feil Syndrome

Camptodactyly Hemivertebrae
Scohosis

Renal

Ocular

Auditory

Other

Aplastic, dysplastic Ureteral duplications
Hypoplastic kidneys Hydronephrosis

Horseshoe kidneys
Strabismus Refractive problems

secondary

to small globes

Condudive hearing loss Neurosensory hearing loss

Virtually every malformation has been described in some

patient with FAS.
The etiologic specificity of most of the anomalies to alcohol

teratogenesis
remains uncertain.

2 A pattern of recessive[nuke charadenzed by subxntial, rqular Intake or hea~ episodicdrlnting.
Evidenceof this patiern may Includefrequentepiwdes of lntoxi~tion, deveIo9pmentof tolemnceor
withdrawal,sodal problemsrelatedb drinking,Iqal problemsrelatd to drinking,engagingIn physically
hamrdous behaviorwhile drinking,or alcohol-relatd mtiml problemssuchas hepaUcd=aw.
2 &futier reSarti [scompletti andas, orif, lowerquantitiS orvariable paUernsofalcoholu=are
aswciatti with ARBDor ARNO,these patternsof almhol u= shouldbe inmrporatedInm the diagnostic
cdtetia.
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Ncohol +elated neurodevelopmentaldisorder(ARND)
Presenceof

Evidence of CNS neurodevelopmental abnormalities, as in at least one of the following:
Decreased cranial size at birth

Structural brain abnormalities (e.g. microcephaly, partial or complete agenesis of the corpus callosum,

cerebella hypoplasia)
Neurological hard or soft signs (asageapproptiate) such as impaired fine motor skills, neurosensory
hearing loss, poor tandem gait, and poor hand-eye coordination
Evidence of a complex pattern of behavior or cognitive abnormahties that are inconsistent with

developmental level and cannot be explained by familial background or environment alone, such as learning

difficulties deficits in school pedormancq poor impulse control; problems in social perception; deficits in

higher level receptive and expressive language; poor capacity for abstraction ormetacognition; specific

deficits in mathematical skillq or problems in memory, attention, or judgment.

●
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Table2. Effectsof PrenatalDrugExposureduringPregnant,

● ,, .,,. ,.-,, ””!.!, M,, ” -,, .,, - -! . . . . . . . . .

ype of Drug During Pregnanq On the Newborn On the Growing Child

ocaine Poor weight gain Premature birth Disorganized form of

Sexually transmitted lntrautedne growth retardation attachment

diseases Meconium staining Easily frustrated

Fetal hypoxia Smaller head circumference Mood dysfunction

Intrauterine strokes Tremulousness Seizures

Spontaneous abortion Increased staflles Autism

Pre-term labor Shtill Cry Learning Disability

Premature rupture of Abdominal muscle tone/ reflexes Language

membranes Restlessness, irtitatility processing problems

Precipitous delivery Rapid state changes Dticulties with

Stillbirths Irregular sleep pattern articulation

Abruptio placentae Diticult to console, decreased Attention Deficit

cuddfiness Hyperactivity

Poor feeding, vomiting, diarrhea Abnormal

Impaired habituation Oculomotor

Gaze aversion functioning

Facial defects
Neural tube defects
Wsual defects
Limb defects
Genitourinaq defects
Congenital heart defects
Intestinal impairments

CNS lesions
Intraventricular hemorrhage

Seizures
tiarfjuana Difficulty conceiving Intrauterine growth retardation Leukemia

Spontaneous abotiion Meconium staining Myopia

Precipitous labor Myopia Strabismu;

Tachycardia Increased tremors

Hypertension Features compatible with fetal
alcohol syndrome
Poor habituation to visual stimuli
Abnormal oculomotor functioning
Abnormal sleep and arousal

patterns

Narcotics Difficulty conceiving Premature tirth Strabismus

Sexually transmitted Meconium staining Attention Deficit

diseases Intrauterine growth retardation Developmental delay

Hepatitis A, B, C
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3. “Infants and Children with Prenatal Alcohol and Drug Exposure: A guide to identification and
intewention'', by Keeta DeStefano Lewis, R.N., P.H.N., M.S.N., Suntise Rver Press, 1995,1SBN#D-96248-

24
●
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Table2. Effects of Prenatal Drug fiposure during Pregnanq
on the Newborn, and on the Groting Child (continued)

ypeofDrug

iarcotics
:ontinued)

CP

“obacco

DuringPregnanq

HIV
Bacterial endocarditis

Septicemia
Cellulitis

Toxemia
Eclampsia
Placental insufficiency
Abruptio placentae
Pre-term labor
Premature rupture of

membranes
Breech presentation
Stillbirths
Spontaneous abotiion

Tachycardia
Hypertension
Hypertonic

Seizures

Diticulty conceiving

Ectopic and tubal
pregnancies

Poor weight gain
Chronic fetal hypoxia
Vaginal bleeding

Spontaneous abortion
Pre-term labor

Premature rupture of
membrane
Placenta previa
Abruptio placentae

Onthe Newborn

jmaller head circumference
leonatal abstinence syndrome

jlDS
~pnea

ntrauterine growth retardation
tremulousness
rritability
iypertoxicity
!econium staining
larrhea

lomiting
temperament instability
?oor visual trackng

DiMculty consoling
Rapid state changes
Nystagmus

Premature birth

Intrauterine growth retardation

Smaller head circumference
Tremulousness
Hypertoxicity
Poor habituation to sound

SIDS
Cleft palate/lip
Hernias
Eye and ear malformations

Congenital heart defects
Central newous system

abnormahties

In the GrowfngChild

earningdisability
hyperactivity
jlowedpsychomotor
evel
rempertantrums
lelayedspeech
repaired visual
notor functioning

\ttention deficit
lminished social
nteraction
lull with flat affect

‘oor fine motor
coordination
appositional

)ehavior
Delayed speech
language

Increased

respiratory illnesses

Diminished lung
function

Chronic otitis media
Childhood cancer

Attention deficit
Hyperactivity
Diminished reading,
verbal, and math

stills
Lower IQ
Poorer social stills

See Fetal Development Graph
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The Effect of ToxicSubstances*on Development
‘Suchas:AlctiolUbaccosmoke,illegaldm~and

SM8 overtie counl~andp,e,cdflontiu~.

... . . ... . .... .... ..,,.4.,..:. .-,
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COMMON REACTIONS TO RECEIVING A DIAGNOSIS

The words “Fetal Alcohol Syndrome” or “drug exposed children” typically bring up discomfod, fear, denial,

minimizing, avoidance, and other natural reactions, Unresolved feehngs about addiction can be triggered

by the mention of alcohol and drugs inherent to this disabihty, Professionals with personal associations to

addiction may overtly or covertly communicate confiding attitudes and beliefs. These can influence how

the family’s situation is handled: the professional may guide the natural, productive oppofiunity to support
prevention and intervention to reduce risk for the next generation, or inadvetiently delay solutions (Morse,

1990; Malbin, 1993). Some families remain hostage to blame and other emotions common to an
unresolved grieving process, stuck in helpless outrage that their child could have suffered preventable
harm, This is commonly felt by parents over any disability in a child, much less a preventable one, As gfief
resolves over time, this surge of protective instinct generates increased advocacy and compassion for the

children, and the larger community of families facing similar challenges.

Parents hearing about other medical conditions in their children go through a similar process. Parental

discomfort when receiving diagnostic information can include

1, Anxiety about medical oticome,

2, Fears about future complications and risks,

3, Loss of (or change in) valued life goals and aspirations for the child,

4. Feelings of helplessness about how to manage the condition,

5. Anxiety about how to plan for the future,

6. Feelings of intense guilt or anger about the child’s condition,

7. Recognition of the need for changes in living patterns due to the condition.

Obtaining information about FAS or FAE and other medical conditions in children involves phases of griek
impact, denial, anger, bargaining, mourning, acceptance, focusing ou~ard, Recognition and suppoti

provide a contefl for the adjustments families face in accepting the reah~ of an ongoing condition in the
Kfe of a loved one,

Source Adapted from Schowalter (1 979)
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PSYCHOSOCIAL TA5W: COPING AflER DIAGNOSIS

Several tasks are part of successfully coping with FM and other alcohol related disorders and drug effects,

Literature on chronic conditions in children emphasizes

Maintaining emotional distress within manageable hmits –

(learning how to care while detaching from overreaction).

Understanding medical and developmental needs and how to meet them with new knowledge, stills, and
motivation,

Presewing impoflant relationships with others in a support network_

(stepping out of isolation).

Regaining hope for the future - (alleviating burnout).

Encouraging adaptive development for the person with FAS or other drug effects in family, peerandschool
rolesandresponsibilities;
(buildingon inherentpotential&characteristicsof thecondition),

Maintaining stable, equitable family functioning –
(using solutions-focused, instead of problem-focused coping skills).

CUMULA~VE FACTOM and FA5/Alcoho[ Related Disor~e~:

1. The sense of successor failure from earlier coping efforts can influence later outcomes, and may

determine lifelong patterns of adaptation to the condition,

2. Children who learn about their symptoms may develop an increased sense of control and ahlity to
cope from participating in problem solving,

3, Conversely, repeated failures in coping can impede psychosocial development and contribute to
maladaptation (increased defensive behavior),

4. Families can better assist the child in dealing with vafious developmental needs in different ways,

once the ongoing condition is acknowledged and understood,

Source: Adapted from Levine, Carey, Crocker & Gross (1983); adapted from Schowalter ( 1979)
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●

PHASES:
RECOGNITION, ADJUSTMENT& RESOLWION

“OHYES!” (Things finally make sense)

“Oh NO!” (This is real and ongoing)

“OK.,.” (Now, what to do differently)

Source %thbun (1992)
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Jedion 3: The Stress Map: Svmti oms and 5tkateaies

Topic 5: Speaking “Porcupine”: Symptoms at Home

and in School

Parentsseethebrainthroughactionsandbehaviorby seeingwhata childcanor can’tdo as
others at their levelwould. Sleeping,feeding,relatingto touch, sight, sound,taste, smell,and other
sensoryinformation,masteringmovementwithcoordinationof balanceandposture,andhavingemotions,
thoughtsandcommunicationwithothersarebrain’swork which is seen through khawoc

The chart below outlines the core developmental tasks a baby masters in the first months of life,

The baby’s brain does this work just by staying alive from day to day. The tasks below are the core of later,

more complex behaviors that show the interaction between one’s brain, body, and surrounding
environment. When a fundamental gap in abili~ persists, the child may compensate through another ability

or avoid the weakness, depending on opportunities available to grow despite the challenge, Think about
how often we depend on our basic ability to respond to and interact with our surroundings to meet our
needs. Do we usually put words to the capacities below? These functions instead become the
“background” of daily pursuits, i.e. people don’t have to tell their eyes how to adjust the pupil according to
variations in light level inside or outside, as the brain acquired this skill and built some “automated”

programs during infancy which provide this response to specific conditions (cues) that activate it.

Brain Basics in Newborns: Brazelton Behavioral Categories

Category Memured Behavior

Habituation How soon the newborn reduces responses to

specific repeated stimuli, e.g. light, sound, touch.
Orientation How often and when newborn attends to

audito~ and visual stimuli.
Motor Maturity How well newborn coordinates and controls

motor activities.
Variation How often newborn exhibits alertness, state

I changes, color changes, activities and peaks of
excitement.

Self-quieting I How often, how soon, and how effectively the
behaviors newborn can use own resources to quiet and

console self when upset or distressed.
Social Behaviors How ofien and how much the newborn smiles
(cuddliness) and cuddles.

Table is revised from Martin, Leonide L., and Reeder, Sharon J. (1991). Essentials of
Materni@ Nursing. Philadelphia: J.B. Lippincott Co.



When the above tasks flow smoothly and adjust easily, the child has gained self-regulation, Regulation is
learned, and practiced until it is automatic for most people, Variations in regulation are normal, for

example, some of us need soft music to fall asleep, and others prefer absolute quiet, Once one’s threshold
for response to common conditions is practiced, people “automatically” seek adjustments to maintain
regulation, as it serves much like an invisible platform on which tasks that are more complex depend,

[n many adopted children with prenatal exposure to alcohol or other drugs, regulation is delayed in some
areas, or impaired. Sensations evoke startle, or don’t rouse the child at all, and other extremes,

This is hard for parents to pinpoint and describe, but they are not imagining that some basic gaps are

present in how the child is responding to seemingly “normal” daily conditions, i.e. the brain seems to be
interpreting the world as noxious, or simple ways of responding are not automatic, but rather are more

difficult for mysterious reasons.

Though ADHD maybe present and medication effective to manage it, neurosenso~ differences may persist
for which there is not a specified single medication, Rather, new stills for use in the child’s home and

school settings may become crucial to daily stress tolerance,

The hterature on early childhood discusses how new skills are suppofied through a process called
“scaffolding”. It’s a useful idea: a scaffold provides the tempora~ structure needed in order for something
to be expanded upon or built up. With children, play allows practice of many new stills emerging at various
rates (even in the range of typical development), For children with damage to the basic organ doing all the
processing and linking work above (the brain), need for extra scaffolding may continue beyond that needed

by others without brain injury, Though not necessary in all domains, where there is difficulty, the need for
extra time, support, and smaller steps, as scaffolding, can be essential despite the aura of ‘perceived’
ability. The children tend to look better than they petiorm over time, This inadvertently sets parents up for
a ve~ confusing scenario!

Specific neuropsychological tests can show how the brain is functioning, i.e. the Reitan Trails Making Test,
Stroop, Vineland Adaptive Behavior lnvento~, and others. Parents don’t have these behind the couch at
home (at least most of us don’t). So, what parents “see” by watching tasks and keeping a homework log

in this curriculum is how the brain does its work (or at times, cannot), Parents begin to notice the child’s

stamina and pacing for routine, and atility to master age-typical tasks over time. The hard part comes
when sometimes parerrts do see ~pica/ abti~, while almost as often, but randomly, it seems to just slip

away. On days, off days. Good days, bad days but always learning, Then, relearning and rehearsing,

Fatigue, irritable mood, headache, and contision or disorganization despie famihar routines can be

common “invisible” target symptoms in children and aduh with damage to the central nervous system,
These symptoms can reflect the vulnerability of how hard the brain works to regulate and respond, to
maintain automatic adjustments that keep pace with the environment, Parents see similar symptoms with

head injury, stroke rehabilitation, Alzheimets disease, and other brain syndromes, With alcohol related
disorders, there may be actual changes to brain structure that show on an MRI, lobes that are malformed,
lesions, or other difficulties, or there may be more subtle neurochemical or neuroelectrical abnormalities
which can have significant imphcations for how smoothly and eticiently the brain can regulate, learn and

aPPIY learnedinformationto thedemandsof dailyliving,
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Wth the introduction of MRI technology, researchers investigated two 16-year-old children (1 male, 1

female), who did not have FM but whose mothers were considered “alcoholic” and drank heavily during
pregnancy, Both children also had a history of behavior problems and cognitive impairments, Their IQ o

scores were 64 and 69.

Doctors stated results from the MRI scan of both children showed,
Gestational alcohol exposure has consistent~ been assoaated wth perseverative behaviofi dificul~ w?h

spatial memoy, and understanding behavioral outcomes. hrteresting~, the basal gangla have been finked

to the abii~ to change behaworal set spatial memoy, and goal-tirected behavio~ Thus, some of the

behaviors in children with prenatal alcohol exposure maybe the result of abnormal development of the

basalgangla.

There is no one specific site that is always revealed as “the part of the brain that’s not working right”.

Rather, there may be cetiain areas of damage, with a larger problem being that the circuit~ of the brain,
which communications between areas can be compromised, In essence, this prevents the brain from being

able to reliably and flexibly juggle input and output so that a person can relate to the world as others do.

As children grow, so do the demands on the brain, to learn how to handle complexities of fife, Fatigue,

headache, pain, or tiredness in the hands or other extremities are all physical ~ress indicators that may
signal Men the brain’s “stress threshold” has been reached or wceeded,

In a folowup stu@, the scientists stud&20 mde mice ~osed to alcohol during g~ation.

Autopsy resu~ of the animtis’braihsshoweda smtilercaudat~putamen area. ~e autho~statti,

“lnter~ingly, the caudate-putamen has been suggested to be part of a general learning
system, in that lesions (damage) to this area can produce Mdespread learning and memo~ deficits

(24)?
~inning or absence of the mpus dlosum m OCCUG as wII as a wde wk~ of othel

changes.

Difficulty with executive fundioning, more complex work of reasoning and problem solving involving the
frontal lobes, appears quite consistently in the hterature on Fetal Alcohol exposure. This explains why many

children can manage through 3rd grade, but seem to “hit the wall” as curriculum from 4th grade on requires
greater internal organization and use of simultaneous mental functions, i.e. holding concepts in parallel so
as to comoare and contrast them. and increasing abstradion

I

“Up until third grade, chldren are learning to read Many children* prenatti mposure tc

dcoholcan become good at resting. HoweveL from fouflh grade on, children have to stafl resting tc

learn. ~atk hen many chfd~n tih afcohol related dkorde~ tit +. Comprehension an6

application of mncepts encoded in language patterns invobes dfirent bmh hntions, ~iden CW,

read the wds, but stfl not have any idea of what they mean, or hat must be done & them. It?

tistnting because they can read yet not understand whatk read”

Dr. Jay Edwards, Psychologi~
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Executive functions(prefrontalcortex) Effectsof alcoholexposureonexecutivefunctioning

Inhibition Socially inappropriate behavior (younger, or “odd”)

Planning Inability to link cause& effect, apply consequences to actions

Time perception Inability to abstract, can’t grasp concepts of time or money
Internal ordering tificulty processing information, organizing, prioritizing
Working memoy Trouble with storing/retrieving learning information

Self-monitoring External prompts, cues needed; cannot read “significance” of

own actionsincontextof others’cues;inaccurateself-appraisal
Verbalself-regulation Externalizesself-talk(outloud)to “hearone’sownthinking”
Motorcontrol Motorplanning,sequencingor executionweakor spotty
Regulationof emotion Dfficulty with gradation of feelings; “fine” or “furious” with httle

range or shades of feeling, huge reaction to small shghts

Motivation Avohtion; disconnected “drive”, needs strong external
motivators; lethargy or hypeh short term goals only, can’t
retain “tractor beam” on steps for goal completion overtime

Most parents are famihar with basic ideas about what motivates children. Parents provide, nurture, and
protect, as do teachers or other helping adults. Children need nurture, attention, Kmits, safety, and security
from adults in order to grown up and provide these to the next generation, When parents see

“inappropriate” behavior, for example, lack of responsibility (or abili~ to respond appropriately to
conditions typically handled in a certain way at a certain age) parents want to shape it into something more
suitable: to coach, guide or encourage other choices, The more outlandish or unexpected the action, the
more urgency adults feel about helping a child master the situation properly. It may involve making things
right with others, or regaining one’s self-control, When the child’s involuntary behavior is viewed as a
choice, parents instruct and offer better choices, When it is repeated despite instruction, parents t~ to
address motivation. When motivational measures backfire, parents are stumped, unless parents go back to

the beginning: observation. What if the gap in appropriate behavior is not a choice, but a reflexive reaction
or habitual pattern?

When a symptom flares, but is not recognized as a symptom, it remains, increases or compounds.
Some clues are hard to decode because they engender discomfort, i.e. a 5-year-old child blowing nasal
mucus at another child or the parent. Regressive or aggressive behavior may seem out of proportion to
what precipitated it, It may be helpful to remember that these are two common defensive styles, When

children’s defenses tise, they seem to be experiencing a sense of threat, hence the need for self-protection
(defense against perceived attack or threat),

Is the child sensing risk of loss of safety, nutiure, comfort, or security? Though it is natural to want to stop

defensive behavior, and sometimes it seems extreme, parents often face further havoc trying to force
control or enforce immediate compliance the child wl/ accept limits MOW Part of what drives strong

parental reactions is their appraisal of potential dangec if a child yells, what is next? Hitting? Harm? Most
parents want to nip escalating maladaptive behavior in the bud, and most children can adjust quickly to
adult signals. What happens when behavior is defensive (without perceivable cause) and slow to shift due
to poor regulato~ ability?
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What parents see may be a child whose growing, learning, brain uncouples information. Information may
not connect or be used in context, Children with prenatal effects may have unique “logic”, or be incomplete

thinkers: some information gets locked in, some pieces left out, and other information remains known
●

though not apphed in typical ways to situations where it obviously pertains, because the obvious simply was
not obvious, or generalized, due to brain impairment, Parents learn to see patterns that give a clue to

these difficulties and sporadic maste~

= Poor ability to signal need for help despite having been told what to say.

s Sudden “spikes” of aggression (no gradation of affect, or middle ground, just “fine” followed by
“furious”),

= Poor social negotiation and limited play stills (i.e. lack of ability to read emotion cues in other’s
faces, voice, or language patterns such that reciprocity is impaired, lack of turn-taking, swapping

or other problem-solving skills.) Preoccupation with self-concern, and missing another’s point of
view despite coaching by adults,

= Rapid escalation of reflexive actions (fight/flight) – reacts too fast, too strong, and doesn’t know
why. Impaired frontal lobe functions (stop, think it through, say cues to self, say out loud, etc.)
Behavior shows disproportionate self-protection. The child’s brain seems to “sKp the clutch”;
lacks discflmination of emotion or scahng of stressors, i.e. can tell tiscomfotifrom dange~

a Alexithymia – Emotional “blank spots”, inatility to communicate feehngs in words, then regression

or aggression (had tightness or gnawing sensation in stomach or viscera, mistakes this for ●
“hungry” or doesn’t understand what emotion is present despite knowing the names of feefings
such as, mad, sad, scared, etc.)

- Lacks caution, rule or logic adherence -- child cannot decode own feehngs, can’t use feelings as

guide for problemsolving,i.e.thoughchildcansaythe rule,when engaged in actions that break
it, child lacks the meaning finked with warning or other emotional associations (visceral tightness
such as “uh-oh” sensation or dread in pit of stomach). Where there is no fe/t deterrent,

consequences are ideas without associated emotional significance.

When reflexive or defensive behavior occurs instead of speaking to signal need for help, communicating

calmly, simply, and slowly may help parents avoid further escalation. Language may go offtine when the
midbrain is overaroused. Notice physical stress signs such as narrowed pupils, set jaw, a frozen
expression or blank face, child holding breath, etc., as cues that the child needs to regain composure
before actively problem-solving.

Few children ever get off the school bus, walk in the house, and announce their needs in this way
“Gee Mom, my hyperacusis was bad today. The bus was so loud; I’m getting a migraine. I’m so nauseated

I don’t even want my snack. I need to go in my room, sit in my closet in the dark with some pillows for
about 20-30 minutes first, get some proprioceptive compression, then after my stress hormone level is
lower, I’ll need snack to help me regulate my body chemist~, then get some help with my homework.”
With time and structure, however, children with alcohol effects can improve their coping and advocacy skills
for using accommodations to keep stress at tolerance or below under general circumstances. ●
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Parents want the child to speak up when something is wrong, but how do they discuss such symptoms?
This is where parents may see the child’s signals and coach new ways of meeting needs.

Where are the headaches, the facial, vocal or body gestures (tics, stereo~pes, self-stimulation habits),

distraction, irritability, or perseverative behaviors happening throughout the day, or week,.,, or the month?
A pattern of good days and bad days? A gradual pefiormance decline, increase in stress signs, Ng

explosion or implosion, then rest and regrouping, then good days again? Parents step back, slow down,

and sofl out what they see, when they see it, and exactly what is happening (instead of what they thought it
meant towards them). As Yogi Berra quipped:

“YOU can obsewe a lot just by watching,, ,“
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Topic 6: rnE STRESSMAP: 3 Symptoms & Strategies

●
Parents use The Stress Map to come to grips with what is different about their child’s responses to daily

stressors, what gets stuck, and what helps each of their unique ctildren. A central concept for preventing
deterioration in persons with FAS is undefitanting how stress may play a role jn defensjve reactions!

Since each child functions just a little differently than other children, even alcohol exposed peers or sibhngs,
parents need to make a personal stress map that fits each child, Though the principles will help parents

organize what they actually know, only parents have the needed details about how their child performs over

time that capture the pattern of a child’s unique abihties and struggles,

When central nervous system damage interferes with memory, learning, and behavior, a child may seem

stubborn or badly behaved. When parents take a closer look, the child may be getting lost, stuck, or
agitated by the pacing, amount, or complexity of tasks considered “routine” to those without brain

disorder. Even repeated instructions and explanations may not be enough to ease distress, when it’s a
“bad day” for the child’sbrain. Parentsreportmore anger, aggressive or regressive (younger) behavior,

and defenses such as hiding, bullying, whining, lying, and outright denial of obvious difficulties, This
behavior may seem out of scale with what set it off (if we can even find extenuating circumstances that did),

Denial is a symptom: consider it a primitive form of self-protection, like an emotional reflex. As strange as it

seems, denial is not a chosen behavior, but a default behavior – it crops up when children feel cornered or
threatened. Unfofiunately, even if not actually being cornered or threatened, the child’s sense of this is
very compelhng and reactions occur like a reflex, The child may come on big (making claims, blaming

someone or something) when they are feeKng small (confused, cornered, helpless).

●
Parents want children to match behavior to vatied contexts. Social rituals depend on codes, for example
against ties, about respecting others space or property, shaking hands to show courtesy and agreement
not to be aggressive to one another, protecting or providing for those younger or weaker, hugging family
members to signal affection and intimate space, etc. These rituals and gestures form a code of mutual

agreements that help people make sense of changes in the flow of social organization and action. Patterns

of proximity, timing and sequence of communication hold layers of meaning adding complexity to spoken
communication. Meaning becomes inferred and apphed over time; it is not openly negotiated over and
over each day. We extend it to our property or possessions, These are “invisible” rules in operation over
time, unless one has to renew such concepts on a daily basis.

Rules and limits teach children wants from needs. Children learn to accept and depend on parents, acquire

ability to soothe, delay gratification, practice patience, etc. However, children with alcohol effects may have

ve~ different responses to needs and wants over time. Parents report how the child who has FAS, when

caught with cookie still in hand, will adamantly deny having taken it, pleading contradicto~ explanations
one after the other tith utter, heart-wrenching sincerity, none of which are plausible or match up with each

other! (The symptom is called ‘confabulation’, common in brain disorders were gaps in memo~ are filled in
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with random information). Confabulation may increase with stress,

i.e. when the child gives several mutually contradictory stories or
fragments of possible explanation, which nonetheless are quite
impossible by simple obsewation, but which the child with organic

brain damage insists are true. It is as if the feeling is what’s true –

thespeech makes awordpicture that captures the feehng. Yet, logic
shows faulty reasoning in the hard spotlight of examination,

Astingfor simple answers tosimple questions canrequire extra parental patience, Parents tryto help,
give areminder, andgetsnapped at fortheireffofls. “lknowl’mn otstupid!” “lneverd idthat!” “ldon’t

that!” ''You didn't tell me!'' andother defensive readions intimidate, confuse oranger theparent, because,
after all, they are trying their very best to understand and help with next steps.,., can’t a parent get
anflhlng right? Parents need to stop personalizing, yet what, if an~hing, can stop these struggles over

eve~ [tt/e thing? Parents feel bad that the children are uncomfortable, but attacking their advocates is not
helpful either,

tivingwell with achronic condtion depends on''anticipato~ coping. ~Ahugemissing pi~efor children
tih alcohol and other drug effects involves learning how to soothe, then, tien@@sktiucti,

communicate.~scansom&imes beeasierthroughpidures,geQures,orother signals,in~eadofwords,
Parentslearnto backup,backoff, look,andthinkthroughwhatis happening,..as if watchinga porcupine
whobristles,thenballsupuntilit cancalmdown.

As infants,childrenwithalcoholandotherdrugrelatedeffectscouldhavedifferencesin regulating states of
alertness, rest, hunger, etc, HkeliRle porcupines whose btistles read toostrongly, some are over-aroused

andcan't calm easily (flat, high-pitched cy, inabili~to be consoled). ~hersare hard torouse, can’t stay
alert to feed (lethargic, falling “asleep” during suckling), Temperament studies in infants indicate such
basic “settings” between one’s brain and surroundings, the emotional vocabulary of ‘states’ we show are

pathways thatthen getstrengthened through expedience, ormyelinated, ptiorto school age, Uptoage6,
children learn and refine movement and language skills to translate what they doing into a spoken
representation ofan action, Afierthis age, weexped them torespond tocuesand uselanguage, instead
ofactions, to negotiate their needs, Stimulation differences, communication, and social relatedness evolve
into interaction patterns a child masters,..or has trouble mastering successfully, Problems with arousal,

discerning meanings of facial or vocal cues, and having smooth transitions between activities., all of these
wetake for granted in “communication” and “behaviorm anagement”. What ifmaking the connection from

stimulation in the environment, to action, to language demands extreme effort due to brain differences, and
wedon’t know when achild is stuck? Forexample, thectild gets headaches bythetime ahalfhour in the
preschool classroom hasgone by,,, would they say''Myhead hutis, Ican’thit, solneed a quiet resting

spot.” Typically not, Stress overcomes them asthedscomfofl builds, andwesee crabby mood, hitiing,
shoving, or tantrums, Imagine how many times a day these simple mismatches happen and the role of

stress relative to behavior makes more sense. Stress responses are possibly the biggest cultural
difference beWeenpersons with alcohol effedsand theoutside world. Theyget verylonely whenwedon’t
understand! What happens to''porcupines'' issootien different from what wethink,

What does it look like?

-76-



Porcu@ne Tools

As with other forms of brain injury, someone with alcohol effects whois stressed and can’t calm down ●
becomes ovewhelmed, somewhat disoriented oragitated, then aggressive or aversive (fight or fight).

Aggressive reactions signal us that arousal is up (fight); wetryto talk them out of it and aggression
increases. Avoidant readions conkseus because weexped verbal negotiation (ifachild isable to speak)

before they runaway, They need to''hide'` inasafe spot tocalm, andthen talk afiemards. Reducing

stimulation allows stress hormone secretion to recede, The child has a harder time making sense of

stimulation, is over-alerted, and needs etiended calming time before further processing of ideas or

sensations using language. Aporcupine who btistles tooeasily, balls upandhas ahardtime soothing gets
stuck, but without a way to say what happened unti

Behavior management may be the goal, but this term implies thata person is always cognizant of the
factors affecting their behavior, Wth a central nervous system that over- or under-reacts to cues,
discomfort, and confusion may occur suddenly or accumulate into sudden “floods”, but remains
involuntary! Bythetime aperson calms down and figures outwhat they misunderstood, they feel helpless,

frustrated and ineffective. They ddn't''mastefl their environment, andthis makes them feel vulnerable.
The higher a child’s intelligence, the more painful it is to have “bristle attac~ and misread the worfd

around them, hence the denial.~ Reaction formation and denial are mental defenses against loss that
occur tohelp them compensate I’mnothelpless orvulnerable,,,l have power! (Icomeon big when I’m
feeling small),

Reducing denial comes from normalizing the”stuck” experience over

time, tithout shame. Coaching thechild using phrases fike “getting
your body safe/ or your words safe” can take many forms
a Iow-stim activity (cocooning in a beanbag)
a high-stim activity to release motor oveflow (kicking boxes or
kneading clay, until agitation ebbs down)

naming aphysical cue(face hot, stomach tight, hands fisted) NOTan
emotion yet.

showfng, not telting, pointing using picture selection or drawing,

Interventions at this point are not about reasoning in conversation.

Showfngwhat’sstuck isoften easierthan sayingit, Childrencanshowtiatit’s like intheirhead, their
heart, stomach,hands,etc., tih art materialsas a beginningto namingphysicalsensations,matching
themtoemotionsthen seen,aswellasfeft, Ifwefind outwhere,whenandhowthe stuckepisodestake
place,we can better understandhowtoreduce stressors,changeenvironments,coachthem in use of

gestural or verbal signals to cue the “outside” world to slow down for them.

The key is understanding when stress hasoverwhelmed their senses, decision-mating, and abi~ito
proc~sand communicate in language. Using calming strategies tocontain andslotiy reduce stress
lowemthe fmKngof being ovetielmti, comerd, andalone, ~tinooneunde~nds. As interventions

work to help the child calm and normalize loss of control withod blame, denial can reduce. ting
dfirences leads to advom~ Ms is how it works for me.” Mapping out hen and how “bristfe” episodes
happen builds soltiions. Parents and children create a “porcupine toolti for easing tension, overcoming
misunderstanding, and mutual mistrust. ●
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Topic 7: Talking about FAS/ARND with Children

Each child with alcohol or other drug related disorders is first and foremost, a child, and second, a person
with strengths, and third, an individual with an “invisible” handicapping condition; that is, not all children

with such exposures have the characteristic facial or musculoskeletal anomahes seen with the full

expression of Fetal Alcohol Syndrome. Parents and clinicians sometimes report that as they personally
adjust to the reafity of these conditions, children spontaneously began to ask more questions about their

histories, symptoms and struggles, as if responding to an unspoken sense of permission to develop a
framework for communicating about their culture of being as it effects daily life, Conversation can be useful

in expanding one or two ideas related to the child’s observation of what is easy and what is hard, and
when,

Using characters in parallel stories about symptoms offers a non-threatening way to explore thoughts and
feelings at some emotional distance, “The Uttle Fox” seties is one example of how material about the
needs, strengths, and supports for people with FAS and other alcohol related disorders are handled in the
family and community.! Adults benefit from previewing all materials and discussing them first, to prepare
simple, honest answers and self-reflection. Mothers and fathers tend to process recognition, grief,
resolution, and other realizations in different ways, There is no one “right” way to resolve reactions like
denial of the disability, minimizing, anger, or disappointment over unmet expectations, and other ~pical
responses, Rather, moving through these parenting responses can be eased by discussion with other

fathers and mothers in parent support group. While one parent’s ache to provide, nurture and protect is
being retooled through the learning of new skills, the other may be maintain the former ways to keep the
“breaks” on the pace of change and adaptation in the family. Though there are no perfect ways to go
through this, many famihes find that gaining assessment and intewention brings both relief and gfief, and
that gtief is a beginning, rather than an ending; some family ways will change, some will remain, and others
may require adjustment for everyone concerned, The main “emotional safety” rule is to avoid the tendency
to blame, i.e. no family ever ends up stuck because they wanted to, and these disorders tend to be invisible
and are only now becoming better understood, It takes time to get stuck, and it will take awhile to get

unstuck. Parents need patience with themselves, as well as their children.

Younq Ctildren:

Young children are ve~ immediate and physical. Though they may speak, they are still gaining the mental
circuitry linking what the body is doing, and the sounds, gestures and words used to convey the action (to
symbolze it in these other ways). Meanwhile their basic capacity to regulate may be immature or spotty,
causing alarm when they should have mere interest, lethargy when they should be attentive, and other
over- and under-reactions, keeping them somewhat “mismatched” with their surroundings, despite parental

attention to meeting daily needs, Reassurance, calm and structure help ease confusion:

Consistent, warm, reassuring support from parents and medical personnel, i.e. “That is hard, huh? You
gave a good ty.”

Feelings are physical to them. Say what you see and keep the focus on the body (not the outside stimuli),

i.e. “eyes -- tears” said with sad voice, the word “sad”, the heart “OW” in the chest, etc. Gestures or
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simple signs (paralanguage) help bridge “body tal~ to speech, and drops away when language skills get

stronger.
●

Youngchildrenneedto trust adultcare,limits,andsafety. Theirownreactionsmaybe exaggeratedand
alarmthemfurther.

Use concretelanguage(“picture-talW)about animalsor plantsto describedifferences(i.e. dogs have
specialearsthat hearthingswell,owlslikethingsdarkerandwakeup at night,flowers have soft petals like
tender stin, etc.)

Help the child belong in the natural world with other hving things by pointing out and appreciating
differences, i.e. differences are the norm in nature, not sameness.

They cannot easily tell you about overstimulation; they show how it affects them, or act it out. Spontaneous

urination despite toilet training can indicate more setious stress accumulation or poor stress de-escalation,
Va~ing touch and pressure to extremities may calm or organize them when words or talking makes

everything worse.

They cannot tell you about gaps in their comprehension; they repeat things over and over when trying to

grasp what was heard, or being unable to unplug emotional surges.

Their body sensations, feehngs, thoughts, and actions are “seamless”, not discrete aspects of their

subjective awareness, The “emotional tone” underlying all other understandings of themselves and the
world tends to layer onto this physical-senso~ baseline (managed at the mid-brain level). ●
Adjusting their environment to accommodate their physical differences can be soothing and help them
experience healthy “fit” with their surroundings (they may need to babble or sing to themselves aloud,
cocoon, have lower tight intensi~ or indirect light, other “odd environmental accommodations).

Young children don’t have any way of knowing that others’ experiences are different from their own, They

think adults hear what they hear, etc., taste what they ate, etc.; know their thoughts or events of the day

(still a magical sense of merged awareness with mother, as if she is an extension of the child’s self and
sensory map).

They have as much trouble accepting themselves when things aren’t worting as adults do; only they have

less abili~ to put this into words, When unable to master their own bodies, they feel intense helplessness,
which can also trigger disproportionate spikes of fear or anger, without much range (full fits or fine, happy
mood with almost no gradation of feehngs in between),
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School Aaed Children:

School aged children may understand simple explanations of the condition and want to know what is

different about their bodies. Children are concerned about what caused their difficulties, and if any other

children have it or if they are the only ones. They want to know that someone else has felt the same way
they have, and what he or she does about it. Tell about symptoms and strengths, and vatidate struggles

and successes. NOTE Adults discussing brain dflerences wth children are cautioned to avoid use of
mtical stides meant for aduk audiences. Instead, visual metaphors created by children provide a safe and

concrete language of expression for their experiences without overemphasizing deficits, i.e. “it’s like a wall
in my brain and sometimes a mouse gets througti...’” m my head it’s hke snow on a N screen -- it’s hard to

tune in on one tting:

There is a need to come to terms with realness of the condition, i.e. ‘Wll it go away?” Some things might
change, and some won’t. Your ears will always hear noises better than mine will. You might always hke....

(activity like reading) better than .... (some other activity like math). However, you might be less frustrated

if we... (modi~ the situation).

The more intelhgent the child, the more he or she will sense differences from peers Children can use art,

poet~, songs, etc. for self-definition, strengthening emotional coping skills. NOTE: Pretending ‘it will all go
away’ or there is nothing to worry about patronizes the child’s effort to communicate their rea~~ and daily
experiences. They need our valdation and support to begin to make sense to themselves about what is
different.

Children may show initial relief “Oh, I’m glad I’m not stupid? Then, there is usually a stage of bereavement
when they realize that symptoms will continue. These can be framed as “differences”, i.e. “what’s hard for

you” and “what’s easy for you”. Periodic grieving or disappointment may surface when the environment is
unyielding and eflra support is needed, i.e. ask, ‘What’s not working~

Grief reactions may include anger, and need to be vented in safe ways. Anger expresses a sense of self,
and discontent with any harm to the self, whether it was intentional or not, An expression of power, the fuel
of anger can be used constructively, i.e. as a signal that something hurts, or that a change is needed.

Repeated questions about why the birth mother drank during pregnancy may indicate the child is struggling
to accept the “unacceptable”, that they were hurt by someone they depended on. It is less about why

(because hfe is not about fairness), and more about how sad and frustrated they feel when things are hard
for them. They need honesty, encouragement, and reassurance more than technical explanations; answer
simply and ask what it’s fike for them.

Others can’t fix these symptoms, and that is hard to adjust to, however, some children say, “1 don’t know
how it would be any other way; I just know this is how it is for me! They can only compare the way it works
for them to what they see on the outside with other children and adults, They may value contact with
different people of all ages and with many kinds of physical challenges and situations, They love to have

something to offer, and often have particular abihty with the elderly, younger children, animals, and others
whose special needs can be seen (i.e. in wheelchairs, on crutches, etc.)
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They want dignity (as we all do) -- a role in their own self-care, Being a good “self-managefl can include

learning how to let people know ceflain body cues so adults can help the child decode what is or isn’t
working in the environment, or working differently inside them, and one next step they can take to deal with ●
it.

At all ages, children feel more powerful when they help to create solutions for coping with their tougher
symptoms (i.e., puts radio on between stations to create white noise for sleep disturbance, or other

strategies). This may include use of certain soothing methods when agitated, or othewise facing

challenging circumstances,

Adolescence

Tasks of adolescence clash directly with what it means to have a chronic condition. The child is coming to

terms with body changes, and the uncetiainty of physical symptoms can complicate their sense of their
bodies and self-image,

Sexuafity may provide gratification, pleasure, acceptance, approval, and social connection that are rarely

attained in other pursuits. Focusing on strengths and building on other successes is crucial for balance, so

that other gratification and acceptance is readily available and enjoyed (horseback riding, painting,
dancing, swimming, etc. physical and expressive pursuits),

Older children may want to know what to tell friends if asked, i.e. “1 do it this way instead because that
works better for me. Oifferent people do things different ways,” They need simple, honest discussion, and
vary in their choices about what they want others to know. One said, “1 want helpers to know but I don’t ●
want kids to, because they would tease me,” Respect choices about disclosure, Walk it through and role-
play if the adolescent wants to,

Teens with FAS/ARND can be very tactile and often hunger for approval, needing play, and contact others
would associate with only younger children, Occupational therapy may provide intervention to assist self-
soothing and adaptive coping, and help accommodations planning for classroom or vocational

environments,

Urges towards independence can conflict with the need for security and some dependenc~ children may go
back and forth between being “very big and able”, even rebellous or risk-taking, and being little and

seeking etira reassurance.

@er protectiveness can aggravate these struggles, Choosing structure, not control, can be confusing at
times. Complications caused by symptoms may cause them episodic distress, as ttis reminds them of their
vulnerability,

Disappointments do occur. Aveting extremes of response can be helped by honest, realistic, hopeful, and
constructive discussion about the dilemmas posed by the condition, and possible options. Questions need
to be answered honestly and respectfullfi adolescents hate to be patronized and don’t want adults to beat

around the bush.
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Adolescents may benefit from talkng with other adolescents (or even adults) who have successfully coped
with the same condition. They feel less “alien”, and learn from role models who embody intactness and

good functioning, Peer support groups can provide a continuity of guidance and mutual encouragement,

as well as appropriately suppo~ diversity.

Particular stills can be taught through mentoring. This can increase feelings of mastery wtile providing
experience of mating a positive contribution that is of value to others

‘ I LaDue, R. & Haflness, C., et al (2000): Journey Through The Healing Circle; A Training Seriesfor
Fosfer Parents, Washington Sate Depafiment of Social & Health Semites (DSHS 22-457A (X), Division

of Liscensed Resources,



Brain Syndrome: 4 Core Signs

Robed Taylor, M.D., describes these signs of brain syndrome:

DISORIENTATION

RECENT MEMORY IMPAIRMENT

DIMINISHED REASONING

SENSORY INDISCRIMINATION

Taylor calls the following “presumptive clues” that “must be considered” indicative of organic
brain dsordec

HEAD INJURY

CHANGE IN HEADACHE PA~ERN

WSUAL DISTURBANCES

SPEECH DEflUTS

ABNORMAL BODYMOVEMENT5

SUSTAINED DEVA~ONSIN W~L SIGNS

CHANGES IN CONSOOUSNESS

Source: Taylor, R.L, (1990): DistinzuishinEPsvcholoeicalfrom Organic Disorders. Screening for
Psvcholo~ical Masquerade, Springer Publishing Co.
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PORCUPINE MODEL: CNS SYMPTOMS& STRESS

The central nervous system helps us adjust to conditions around us, Brain damage can make a person

much more vulnerable to stress, “Normal” changes in a day may be overwhelming. Readions happen

quickly. Creating a language for understanding physical and emotional responses helps a person signal
others when stress has built up so that de-escalation and soothinq strategies can presewe the person’s--
ability to cope.

Thinking of a porcupine can help explain common problems.
Here is a porcupine having a good day stress is low enough to be comfortable,

When he is calm, tis bristles are down,

What color is his stomach?

I

Add stress, from either the outside or the inside, and porcu@ne’s arousal system flares

Now he’s having a
BRISTLE A~ACK!

What color is his stomach now?
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●

In full bristle,porcupineexplodeson the outside& implodeswithstresson the inside. Stimulationbuilds,
overwhelmingthe damagedcentralnewoussystem. Tantrumsescalateif more thinking or talting is
demanded than what the brain can manage at once.

Stress causes fight or flight reactions. If stress builds past the “bristle attac~ (fight) stage, a porcupine
balls up to hold off perceived attack from danger (flight), People with brain damage may get anxious,
ang~, or panicky, while having a blank expression (like we see with autism). Though they are capable of

speech, they can’t think straight to talk, link sensations, and solve problems all at one time, They t~ to run
others off, flee, i.e. go off school grounds, run home, shut down in their rooms, roll themselves in blankets
in the corner of their bed, or sleep for long petiods. It’s as if they are running on empty, exhausted, e
drained, shakv,andunableto solveDroblemsor talkthinasthrouah. Aftersomesoottina oeriod,thevmav.! .,,

be able to “taikthrough/ walk through” what was set off,- -

Now he’s in a ball, He just wants to calm down and feel safe again,

What color is his stomach?
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Children and adults with brain-related arousal and regulation problems have many symptoms we
all have, only in a more severe or extreme range, As these responses to stimulation have always been part
of how things work for them, they don’t know that we are not having the same experiences. If we know
when they are supposed to eat, go to the bathroom, go to school, go to sleep, etc. how come we don’t
know when they are under stress or in pain? Quite hterally, they don’t know that we don? know when we

seem to know eve~hing else. They don’t usually tell us hyperacusis, headaches, aphasia or other
symptoms are especially bothersome that day, UNLESS, we attend to physical signals. Unking cues with

the conditions that worsen them, and communicating about these differences in a validating, non-blaming
way amounts to learning to speak “porcupine”, Though not a cure, this approach eases isolation &

misunderstanding.
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FASIARND SYMPTOMS& DEFENSES

FASand Alcohol Related Neurodavelopmentil Dieorder (ARND) occur when prenatal
alcohol exposure has damaged thechild’s centrsl nervous system. Wecan’tsee the
brain on the inside -- instead we see outward behavior.

1. GAPS: Subtle neurological symptoms, or<'soR signs'',intetiere withtha childsability lopedorm
consistently as expected. These cues areoften mislakenfof willfulmismnduct.

2.. JUDGEMENT: When symptoms areseen asint8ntional misbehavior, thachild with challenges
gets sluck, thencomered, Behavior modiffmtlon affotismay=use more strass.

3. DEFENSES tikeanovercoat, defensesprolect usagainsl spoken or unspoken blame. The
more cornered a ctild feels over time, [he stronger the defenses needed to compensate.

4. RIGID DEFENSES: Ukearmour, defenses grwrigid andmafadaptive when lhectildsatilityt0
mpeischroni-lfy ovenvhefmed. Thistakes time tohappen, and ishatier loremediateonce
dificult patterns ara in place.

Recognition andintewention canhelp prevent discouragement and preserve
resilience forcreating workable coping strategies andpositive environmenta.

,m
fuels attacks

RIGID DEFENSES that others are
“unfair!!”

,,,.-,. .

\

““””’~k DEFENSES

1

Think “’overcoafl denial
:NT covers vulnerabili~y,

FL \ powerfassness, fmstrated

GAPS

IGEME

/,
IBy \l works, =metimes alf falls

apaft despite best efforts.,

Pmbtems with hendfing
stimulation, spotty
information processing
and poor shoti term
memo~ =
ctild can do tasks one
day, forget anolher
day. Underslandl
instruction, miss other
2 sleps of 3 step
squence. Child may
nol be able to put into
mrds what is stuck.

\

Adults misinterpret
chifds behavior
looks like ctifd
“Isn’t paying attention”,
“not fastening”,
“isn’t trying”,
“refuses to obey”,
“is manlpulatlng”,
“attention seeking-,
“defies authority.
‘,unwoperative’., etc.

Sourco:Adaptedfmmmatenals by D, Malbin 8A, Rathbun,1992
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MAKING A STRESS MAP

The pedormance of many children with FAS over time often reveals a confusing pattern of good days and

bad days, highs and lows. Highs are where the child meets or exceeds expectations at home or in school,
like the dots above the Kne in the drawing below. Children with FAS have capacities and strengths that may

develop as easily as other children (mechanical ability, art, music, physical activities, skill with animals, etc),
This partly explains why parental expectations can remain high despite evidence of the child’s weaker abihty
in other areas. There are those days when they ~N perform cetiain tasks as others do (or as they may

have days before) which makes the inconsistencies even more confusing to parents and teachers (and the

children, themselves).

DIAGWM 1: Good Davs

When children perform up to expectations, i.e. have those “good days”, parents may think to themselves,

“He’s just fine. See, he WN do right if he tries,” or “She really isn’t that badly off. I was imagining it. She
doesn’treallyhaveFAS.Maybeit’sjustalcoholeffects..,“

highs = petiormance mtiches expetitiio”s

Exercise Think back on recent “high spots”, Describe three examples of “good days” at home or in

school. Whatdoesa good day look like, i.e. what does your child do (or not do)? What is your reaction
when things go well?

Example #1:
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Example #2:

hercise What do you like best about your child? tist your child’s atilities (strengths, interests, capacities,
Sklls).

hercise What is one way to improve coping or success at home or in school using at least one of your

child’s inherent qualities?
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DIAGWM 2: Bad Days

When a child CAN do it (sometimes), parents and teachers exert effort tying to force even, consistent

petiormance, reasoning, “But he DID IT MST TIME! I KNOW he can,” The adult believes in the child’s
ability and wants to engage motivation. The child persists despite setbacks and proves mastery, despite
the ups and downs of the pratice petiod, It is natural to want any setbacks to be overcome with repetition,

i.e. mental rehearsal or practice, as complexity of life demands increase with maturity. Parents say “He’s
still doing this at eight! What’s going to happen when he’s 18? I have to get through to him now and

MAKE him do this, or else I’m failing him,” Then the reality hits periods of intact performance meet with
sporadic episodes of neurobehavioral deterioration, what MaI&n ( 1993) describes as random
reinforcement of inappropriately or uniformly high expectations. Predictable inconsistency in pedormance

can contribute to a cycle of mutual misunderstanding and distrust, i.e. a parent resigning herself that child

is globally incapable and “can’t learn at all” if select kinds of processing are compromised, such as
dyscalculia impeding ~ practicing dtills of the multiplication tables,

lows = episodic dtieriortio” in petiormance

ExerciseDescribe 3 examples of when your child hits the “low spots”. What do you see?

Example #1

Example #2

Example #3

Exercise What’syour reaction? Whatfeehngcomesup for you when these low spots occur? Is your
concern or fear about the present, past, or future?
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DIAGWM 3: Stress E~isodes Decodino the Sianals

Parents and teachers t~ to stimulate learning by enriching environments, providing many choices, extra
●

after school activities or spotis, and keeping the schedule full to prevent boredom or “geting into trouble”,
When brain damage is present, however, the child’s ability to adapt and accommodate to routine

conditions, pace, demands and events is more vulnerable, even if these conditions are pleasant, Enfiched

environments can simply tire the child with alcohol related disorders or FAS, so that she is constantly
functioning on the edge of mental fatigue,

Subtle physical (somatic) warning signs, like “red flags” may be the only signals of depletion, Distress can

snowball when the child’s physical warning signs worsen, and pressure to solve problems increase, Anxiety

or defensiveness can compound dificuities from slow cognitive tempo, sensory over- or undersensitivity,
and irritability,

tiress increases = seU.regultion decreases

Children with FAS can experience increasing physical indicators of stress, yet not be able to hnk the physical

discomfon to what is causing it. Remember impaired ability to link the internal sensation with the word for
the emotion, or know how to speak to others about it (a/exithymia). Defenses build when this happens,

Underlying helplessness, threat or confusion can be engendered by routine age-typical requests from

adults, parents, and teachers alke. Chronic success deprivation makes defenses stronger, more rigid:
think of an emotional “overcoat” of protection hardening into “armofl to fend off a world seen as unfair and
impossible to please, Apathy, explosions, and constant crisis suggest stress dosing is often exceeding the

person’s threshold. Environmental modifications, medication consultation, Occupational Therapy, family or
individual therapy, or other suppods may be useful in remediation or rehabihtative work,
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~e~ise: Check the signal behaviors your child shows when stress is building:

❑ Flat affect (blank facial expression), stony look, “deer in the headlights” look

❑ Perseverates; repetitive behavior or speech

0 averts gaze, stares and “refuses” to talk

❑ blank gaze, then “blows u~

O clenched hands

O blames everyone or eve~hing else; accuses parent “You’re mean! You don’t love me!”

❑ flaps or waves hands

❑ voice sounds robotic, flat, tense, little vocal intonation (prosody)

❑ voice loud, orders, demands, bossy, rote phrases, insults

❑ incessant complaints of hunger, despite meals& snacks

Q hoarding food
❑ hoarding evidence of food taken

❑ hoarding shiny objects, bottle caps, wrappers, “treasures”
0 collecting broken items

0 rocking, banging

❑ thumping, pounding on things or persons with hands or head

❑ pounding head or other body parts to sleep

U stomps feet

0 locks self in room
U punches walls, doors

❑ chest tight, restricted breathing

❑ stomach tight - can’t eat

D stomach ache - despite adequate meals

❑ headaches

O rubs eyes

❑ rubs body

❑ compulsively touches pfivate paflsdes@te coactingothemise

❑ increased masturbation (inprivate orpublic piaces)

0 picks at body, rakes skin, pulls off scabs

~ bites selfor others

0 twirling, spinning

❑ chanting, singsong phrases

0 twists hair

0 pulls hairout

U chews/spits food

0 mouths non-food objeds, eatsnon-food items (glass, plastic, other)

0 increased facial or bodytics, including bizarre vocalizations

0 curses, swears

R urinates onselfor belongings, hides soiling
R increased episodes ofnighttime orda~ime wetting

R episodes ofinvolunta~ lossofbowel control -dayor night

D Ndng, and/or smeafing feces

0 runs, bumps, or slams into walls, hard things or people
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K~stal (1978) describes how [OSSof ability to identlfi specl~c emotions to serve as a
guide for taking appropriate actions, He noted that this inability to link language to
specl~c physical states was related to aggression against self and others.

In PET scan research by Rauch, et al,, people showed reactions in the right
hemisphere of the brain when this occurred, They had increased blood Jow in the
areas that handle emotional states and Jight or fight reactions (i. e, the midbrain
region had to work harder), In addition, there was decreased use of o~gen shown to
Broca ’s area – the region in the [e~ inferior frontal cortex that generates words for
internal experience.

This sheds light on the ‘~reezing” reaction we may see when some people with FAS or
other drug effects can ‘t put feelings into words, having that “deer in the headlights’
blank look, leaving emotions to be mutefy expressed by dysfunction of the body.

Example: A child with AMD has spotp abili~ to follow a string of instructions,
Parent tells her to stop watching TV, pick up her shoes, and go clean her room, The
child leaves the room forgetting to turn the TV ofi [eaves the shoes behind and goes to
her room. The parent Jnds her sitting in the messy room Jddling with a toy, and in
exasperation demands “mat are you doing? You are supposed to clean up, noi
play!” The child looks ‘~rozen”, doesn ‘t answer, and soon urinates on hersel~ despite
being old enough to know where the bathroom is (right around the comer from her
room).

In brain terms, the child gets lost in the many brain processes involved, then sits there
confused. men found, she can ‘t answer the question and can ‘tfind the words for he!
distress. Her brain recognizes tension in her parent’s voice, she feels ‘>elled at”, anG
she gets tense, but again, can ‘t@nd the words. Urination happens as a re~ex to the
sensation of being cornered and without recourse. She is confused and disoriented,
then afraid, then ang~ as a defensive posture of being unable to escape or overcome
the stressors. Discomfort was read by the brain as danger, causing a primitive,
involunta~ defensive reflex instead of a thought out, chosen response.

Learning to communicate about stress symptoms may remain a challenge for people with FW, Remember

that processing and putting words on what is stuck, ~ther in the external environment or internally, finding
and holding in one’s mind (either in parallel or in contrast) sensory, visual, or sound inputs that are first
encoded, to be retrieved later, then rearranged or compared, This is complex cognitive activity most of us

take for granted. Fatigue or competing input can clutter connections being made, even if the original
mental or sensory images were understood at the time. Just because these impressions are input, does
not mean they are retained, organized, easily found, replaced, or reconfigured when missing, Physical

stress indicators and body sensations can flare and set off a chain of additional mental and emotional
responses, almost hke internal reflexes rather than chosen behaviors, Teaching recognition of signals
involves slowing down and helping the child pinpoint body sensations (even before one knows what they
mean). What are the properties of the physical sensation, i.e. cold, hot, tight, loose, jumpy, hard, etc.? ●
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DIAGWM4 Stress Siqns: Red Fla~s

Mark the physical distress signals or “red flag” sensations from the previous list that you see happen to

your child when

at home (with an H) and, or,
at school (with an S), to track the build-up of stress,

Parents can learn to recognize the above signs and practice ways to respond instead of react, (The

difference is in the feel: panicking with the child? or able to maintain perspective and support?) How a
parent responds to relieve or contain further build-up of anxiety, regressive “meltdowns” or aggressive

“spikes” may vary from child to child. For many, attempts to stop the behavior cause it to worsen. Mnding
it down or shiting the expression of the behavior into a more benign means of containment often

engenders less resistance, due to the fact that perseveration (the inability to ‘unstick one’s thoughts or
feelings from a rut) remains “locked on” until it “wears down”.

DIAGMM 5: Stress Accommodations

Providing safe~ and containment for your child when he or she needs to wind down as a step to regaining
capacity to “calm down” (to Kterally contain one’s impulses without undue aggression to self or others)
begins by seeing what children instinctively do under pressure, i.e. running or hiding can be about slowing
or limiting input, while yelting or fighting can involve need to overcome what is ovemhelming by having a
sharp direct focus. Parents may want to help children adapt these instincts and reshape them somewhat to
improve success,
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Bangingondesk

ficking rrmgs of chair

Slams into things or people

Throwsselfonfloorkictingandthrashing

Slams up against wallbumping down hal to class

Bitesarm,chewsownskinuntil getting sores or bleeding

Twirhngandspinning

Twists hair or pulls it out

Curses foul language, screams with little provocation (big
reation to little slights)

Hcks fingers until bleeding, picks scabs until scarring,
rakes stin

Banging on clay on a work board or in plastic dishpan

Kneading, puncting bread dough

ficking a bungee chord orshock chord strong armcndchairlegs so
that lower legs andshoes bounce off w?hout sound sfllfeel
motion impact

Slams into stacked mattresses, gym mats, pile of pillows

Throws self in “squeeze tube” (3 beanbag chairs dud taped into a
large tube in which child can crawl into the center to kick legs, flail

arms, and feel compression sensations on trunk, back, arms and

legs

Rolls up inside ofgym mat gets dose of ‘?oHng”fike a hot dog
with OTproviding compression doses,

Occupational Therapyprovidrng Wlbarger8mshing Protocolushg
d~ surgicalbmsh technique to reduce tactilesensititi~ create
safe-touch tolerance (parent can be taught to administer doses)

Asked if ’’Mouth needs help? andcoached to Mteor chew large
teething objects with soft-firm sutiace to accept jaw pressure, uses
jerky, surgical tubing bracelet, other props

Senso~ integration swings, spandex swing, platform swing, others
with various motion patterns for sensory organization and

regulation training

Doll heads orkoosh balls with Iongstrands topull, Wist for fine

motor rehab, doing finger crochet chain stitch strands, cat’s cradle
string tricks

Neutral response of obsewing “mean mouth attac~ that gets ctild
stuck wanting comfort but aggressing newously until someone
comprehends the fear, disorientation or confusion, Acceptable
phrases for venting tension -- “curses” make-beheve foul language
“BLUNDERBUSS!V or other dramatic

Akedif”handsneed help?” and coached in manual stress retief
(Murphy, 1993), i.e. use stress ball tith smooth or bumpy
tefiures, stretchy elastic for pulting and stroting, beads on elastic
for rolhng, etc.
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Sedion 4: FAS Accom m odations and Environments

Topic 8: FA5 Accommodations% Environments

RethinkingRch Environments
ByS.Mc[lhenny,1994

ThesummerafterSarahturnedtenyearsold,wedecidedto redecorateher roomto a grownupstyle. We
plantedflowerstogetherso we coulddry themand makedecorativearrangements,andwe spenthours
choosing just the right fabrics in shades of rose to make ruled curtains and a matching quilt for her bed.
We repainted the walls of her bedroom and stenciled a border around the ceiling edge. An aunt gave us a

set of pictures and samplers, which Sarah had received as a baby, along with baptismal gifts. The walls
were covered with mementos, flower arrangements, and handmade decorative items, It turned out to be a

lovely room, and Sarah loved the way it looked and was proud of all the work we had done together, as
mother and daughter.

As the school year started, Sarah found it increasingly difficult to keep her minds on her studies when she
was working on homework in her room. She lost all atihty to keep her room organized and clean. She had

accomphshed this task well the year before, and that was one of the reasons for the decision to redecorate
her room over the summer.

After observing her frustrations and asking her to explain how she felt about her room, I realized that the
sensoq input from ttis lovely room was simply overwhelming to her. She needed simplicity, so that she
could maintain order.

We began by removing all items from the wall, packing them away with the explanation that perhaps she
could hang them again on the walls of her first apartment, when they would be spread out over a larger

area. We removed all furniture except for a bed,a dresser,anda draftingdesk(whichis kept in the tilted
position so that things cannot be stacked on it), We chose white “high tech” s~le furniture. We purchased
crates with lids in which are kept art supplies, sewing gear, dolls, and accessories. We bought a foam
rubber mattress and placed it M her bed, so that she cannot push other things under it. We made a

duvet for her bed, which simplifies daily bed making.

Even though the reahzation came to me that this was really the best environment for this child, it was not
without a sense of loss. I felt I was being a “good mom” in doing the decorating projed with Sarah. It took
awhile to reatize that for this tittle girl, i was still being a good mom – maybe the best mom for her.

m

m

.

●

~Y IDEAS

Whenstressis present,whatKnd of response is necessa~?
A clarification or check~n (think tune-up)?
Changing the stress level (accommodation)?
Or, a containment strategy for managing overload (ctisis de-escalation) so
things can settle enough to be worked out later?
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Topic 9: Pafenting forResilience

Anger to Awareness: Roles, Rules, and &pedations

Many parents find it hard to shift out of power struggles, and continue to feel stuck in an adversarial

relationship with their child with alcohol related disorders. They don’t want to feel angry “all the time” once

they learn about the child’s disability. It can come as a surprise to consider the ctisis of increasing anger

as an oppotiunity, The Chinese character for “crisis” depicts two symbols togethec one image represents
“danger”, paired with “opportunity”. Anger is an intense and sometimes frightening feeling, however this

energy can be used positively when parents learn what it signals. Anger is not the opposite of love,
indifference is. Anger can be a normal part of grieving, of coming to terms with losses, The level of anger

you feel will give you some sense of the amount of strength you actually have as fuel for the journey of
reconstructing new ways to relate to your children). Instead of stuffing feehngs or going to other lengths

to avoid feefings, parents find it productive to talk them out with the group. Anger may mask sadness, huti,
fear or vulnerability. The feetings are not intrinsically good or bad, or positive or negative. Parents often

tend to judge the feehngs (trying to deny them because they don’t hke them), The following information will
help parents reconsider the ways their actions (based on feetings) work or don’t work to resolve impasses

with their child, or other family members.

Darald Hanusa texts- cited with permission

“Do you do a lot of shouting?”

-97-



Topic 10: A~voq~ - From Readion to Adion!

Once parents learn to read their child’s symptoms and respond with different
intewentions and accommodations, parents and children may experience some changes
in their relationship, shifting from adversaries to allies, As an ally, the parent practices
responding instead of reacting when episodes occur, and helps to dose environmental

demands, slowing and simplifying input to the stress threshold shown by their child. The

parent becomes a translator, helping the child communicate back and forth with the
environment, and helping those less familiar with the child’s ways become conversant and
tolerant, able to recognize and revise or develop solutions with the child’s help,

As former feelings of helplessness, failure and grief are replaced with awareness and

understanding, parents begin to advocate so that the child and his or her teacher or
other key players in the circle of care can experience relief as well. A sense of wanting to
prevent futiher unnecessa~ hardships arises, which is mentioned in the literature as a
stage of crusadershlp. Parents may be recycling their former anger and exhaustion into

new ways to provide, nurture and protect, This is a sensitive time, however, in that a

parent’s proactive energy can have many expressions, which despite vitiue, may still
benefit from further preparation to the field of advocacy as a whole, especially when
having to walk the line between a medical condition which looks like a mental health
problem and can include involvement with disabili~ services. Each system has its own

ways, It can be very hard for parents to feel such passion about their child’s needs and
have to learn the ins and outs of collaboration, especially when handling implicit barriers
in systems (which are inevitable), What seems so logical is often so inanely difficult and

parents new to this part of the trail find such dilemmas incomprehensible. Parents are at
risk of personahzing (again) and becoming defensive (again), but this time with other
adults who come from vatious points of view and tend to confuse their concern for

overprotection, and need to prepare for over control, and passion for authority problems
or other character traits, Naturally, not all parents are skilled negotiators, patient and
always looking for a win-win, but in this area, parents face the challenge of having
internal pressure to assure changes right away (as soon as they gain awareness

themselves) but still having to pace themselves in order to be most proactive, instead of

snapping back in reaction mode. Burning bridges by displacing one’s own retrospective
feelings of grief and blame onto others dealing with the same missing information, i.e.

teachers, counselors, or physicians, does little to make use of the opportunity “to
educate and improve the child’s lot”, as pediatrician Dr. John Stirhng says. Irritation and

outrage may be warranted, but the conditions that engender it often arise from the ve~
same lack of information that exists in rehabilitative work with other brain disorders,
Science is still just coming to terms with the brain and its wortings, and most
professionals, including teachers and special ed teachers, may not have been trained in
rehabihtation with neurological abnormalities that are hard to pinpoint and measure,

Parents can expect some difficulty getting the message of the diagnosis and diathesis,
and the individual implications across, This is normal, not personal, and simply requires
some tools to ease potential defensive dialogue. Maltin (1993) provides a useful model
for normalizing how missing information about the brain can fuel mutual
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misunderstanding with schools, The model could just as easily apply to dialogue with

counselors, physicians and relatives or others who work with the child, She discusses the
blame-blame-blame triangle: bad chid Uobadparent DDbad teacherDD bad child

●
etc. Missing information about the brain means when people view the child’s behavior,

they cannot see neurobehavioral impairment, behavior looks bad, and they try to assign

a cause, which then spills over to the adult in charge at the time of the behavior in

question. A parent may think “bad teacher”, teacher think “bad parent” while neither
wants to think “bad child”, though they may be frustrated about how stuck the child is

despite familiarity with routine tasks, One rarely thinks “bad brain day”, though this is

closer to the truth than many would admit, For many reasons, the tflangle becomes an

accidental leg-trap of feefing blamed and wanting to avoid accusation, which can obscure
what is bad, namely that the child’s symptoms do interfere with everyone’s best effotis,

most of all the child’s!: The good days/bad days are not volitional, The neurobehavioral

performance is spotty, off and on, confusing, causes things to work well one day and ball
up the next. This is hard on the child, the parent and the teacher, and what emerges
over a week or a month is a pattern of consistent vafiabitity THAT/5 NO ONES FAUL T It

is not that one person could do their job without a mistake and the child’s behavior would

clear up completely,

Society has accepted that a family’s ways have a significant impact on how children come
to see themselves. Wth the era of emphasis on personal growth, cliches about
“dysfundional families” abound, Though the same families showing difficulties may also

have some redeeming strengths, these do not receive as much attention in the popular ●
culture, Schools are aware of problems in families and need more active participation
than ever from parents (who have run out of time between jobs and raising families).

Schools are also experiencing negative media attention and many parents have lost
confidence that their children will receive a free and appropriate education, i.e. mistrust of

pohcies or procedures at a larger level can play out with individual staff left to defend the
larger system when feehng put on the spot, Parents and teachers maybe uncomfortable
trying to work with each even without the complication of doing therapeutic parenting and
therapeutic teaching techniques for a child with a brain disorder.

Our culture views both schools and families in some inaccurate, unrealistic and
negativistic ways while maintaining high expectations of both, with fewer resources and
cultural supports than 20 years ago. It is a climate that pits natural allies against one

another, which distracts from how clearly these false arguments obscure the precious
common ground: everyone wants the child to experience more success and to love
learning over the course of their entire lives. Parents and teachers can skirt mutual
accusations and avoid the blame trap by focusing on sharing observed stress signs, how
the child regroups, and other eveyday information. Open discussions lead to simpler
ways to suppoti the child despite waxing and waning capacity and variabiliw throughout

the school’year, and academic career, on into matu~ty, ”
,.
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As schools often focus on fairness and equality, it is easy to slip into images of success

based on sameness. Yet, it is fundamentally unfair, and real, that all people are made
with individual variation and some may have more or less obvious differences, i.e.
handicaps, musculoskeletal conditions, featural formations and malformations, etc.

Differences can be mistaken for deviance, and deviance confused with dangerousness. A
societal climate of heightened sensitivity to potential danger causes people to react much

more strongly to defensive behavior, which even in typically developing, healthy ctildren
includes regression (flight) and /or aggression (fight) in response to stressors, The key

here is to remember that normal stress is exceptional stress to children with neurological

impairments. Parents may want to ask one anothec when was the last time you saw an
image of a health family dealing with some kind of medical condition, disability or

cognitive difference? Where did you see the people, i.e. on W? In a groce~ store?
School? Church, synagogue or mosque? Etc. How were others responding?

School provides the risk of being singled out for differences, and having to learn how to
cope with this, as well as rehearsal for tolerance of diversity in within a micro-community,
How comfoflable adults are in respecting a child’s understanding and expression of his or
her differences sets the emotional climate for how children can work through their
growing understanding of differences, Parents and teachers can work together to

discuss what is best in quahfying a child for extra suppofls, i.e. through a 504 plan in
General Education or an IEP (Individualized Education Plan) under Special Education.
Just as important, is how the parent and teacher assist the child to have genuine access
and emotional support as needed to help the child gain skills for self-advocacy and

participation in a range of learning environments, Who the child shares personal
information with and under what conditions is a right the child has which parents and

teachers need to be sensitive to, just as they would their own privacy, Self-help phrases
and social skills around the child’s condition can be rehearsed, so as to provide the

children a similar sense of maste~ given their condition that other children develop with
other kindsof chronicity.Humorshouldnotbeusedto humiliateor shame,andhopefully
is understoodasa way to vent discomfort safely but not at another’s expense (i.e. talting

dramatically about a child within earshot). Respect is foremost, It can be helpful when in
doubt, to assume the best, rather than the worst, yet plan to maintain frequent contact

with all participants in your child’s circle of care.

“Interventions should be focused on bringing the person back into
balance. Nothing in a person’s aistence can change without all other
things being changed as well. Hence, an effective helper is one who gains
understanding of the complex interdependent nature of lr~eand learns how
to use physical, psychological, contextual and spiritual forces to promote
harmony. “ Cross et al (2000)
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THE BAROMETER: WTI NG STRESS REACTIONS

An old rhyme claims “the barometer is falling, black clouds are on their way, the weatherman preticted
we’d have a storm today”: the barometer falls hen pressure in the atmosphere increases, A sense of

building “pressure” is a useful analogy to what happens to ctildren with Alcohol Related Disorders amidst

daily or weekly routines. As stress builds, behavior deteriorates, ovedoading their capacity to adjust,

organize or strategize,

Responses could involve:
A clarification or checkJn (think tune-up),
Changing the stress level (accommodation),

Or, containment(crisis de-escalation) for managing overload penting new strategies.

Do-able = Whenstressistolerable,thechild’slevel of functioning matches external conditions.

~scomfoti = When those conditions change or internal symptoms worsen; mismatch begins,

(1 source of distress)

Danger = Whenmismatchescalates;outside conditionschallengechild’s stress thresholdbeyond
manageablecapacity(2 sourcesof distress)

●

Crisis = Stress overload is acut~ coping skills decompensate to basic capacity

(safety, rest, cflsis triage, containment, stabilization)
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Dstfactorsbelowthataddupto do-able,discomfort,danger,or crisislevelsof stress in your ctild,

What automatic reactions do you show at each level (especially when hooked by the child’s distress cycle)?

Do-able

Discomfot

Danger

Crisis

What1do

What I do

What I do:

What I do:
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FROM REMWTION TO READINESS & BACK AGAIN

JUMPING ON BOUNfl SURFACES
Wni trampoline

Bed mattress

Jumping on the floor
Jumping from a low step and landing hard on both feet

Jumping and crashing into piles of pillows or beanbags

Bouncing while sitting on a therapy ball
Holding handle & bouncing on a tippity hop ball velcroed to the floor

Pulling upon a rope and dropping down to the floor

PLAY WR~TLING

Include slow movement, heay resistance, rolling, pinning down

Chase and being chased
Bear hugs

Climbing and crawling over/under pillow
Beanbag chairs
Jungle gym
Wheelbarrow walking

Obstacle course
Waterbed mattress filled with air
Foam rubber filled sheets sewn together

SWINGING

On tire inner tubes
Sling chairs
Platform swings

Net hammocks

Spandex hammocks

HEAW WORK
Push on wall, push downon chair
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Jumping for sets of 10, 20, 30 times in a row
Moving furniture, hea~ push cart
Wheel barrow walking

Push wheel barrel
Trapeze
Scooter board

Crawling in tunnel

Carrying heay objects
Pounding toys

Modeling clay
Push/pull activities (row, row, row your boat)

Hamburger /or Hotdog Game

(rolling up in a blanket, “ordefing” different tinds of safe touch as “mustard”, “retish”, “catsup”, etc. -
long slow rubs, squeezes, light pats, tickles, or chopping strokes with the sides of the hands, etc. applied to
the clothed child on outside surfaces of arms, Ieqs or back. Adult stops immediately when child says
“stop”, inquires “more?”, and let child direct how much and which tind of safe touch is provided)
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NEUROBEHAVIORAL APPROACHES:

BEHAVIOR & ENVIRONMEN~ ●

Neurobehavioral specialists who work with brain rehabilitation find two key ideas helpful in structuring their

approachtochildrenand adultswith brain injury,

IDM #1 - ENIRONMENTA CO~OL

The idea of “envimnmetil mntrol” is abo~ matching ticture to ~ptom management. InvoMng
accommodation,the fores is on remotingor changingtiered factorsthat maycontib~e to deteriorating
behavior.

Factors include:

People’s atitiudes & emotionq non-verbal communication, voice tone, speed of speech, ~pressions
Inclusion issues helprk level of acceptance, avoidance, feafi hostfi~ or kfigue over person k symptoms or

their condition varies Fe. drooin~ trG, etc, may offend or dsgust some helprs & not others)

Sound level; loud/soft, background, tones
Number of peopl? type of people (simflar/dflerenL age, gendefi culture, ph~icdcha~denktic)

Scopeor duration of activity (sustain~ intemrtient nndom, schedul~

Tming or pacing of activity (Orne ofda~ portion ofday leisure~ msh~ tim~ sef-seleO@

Small or large space child is managing in (room, area, contain~ adticulatedoropen)

Level of props - sensoy, visual, motor, soothing/resting equipment (carrek, p/akr wiua/ sufices, marks or ●
wsual cues, veshbula< propnoceptive or motor stimulation equipment beanbags, headphones, mlghted mats,

vests, hea~ bhnkets, musi< etc)

Level of medating prompts, verbal or non-verbal assists (cues, aides, reminders, gestcre$ soothingprograms)

Mavfor communicates a tilds needs, Too often, we evaluate behavior and plan Mhout assessing the

envkonment Neurobehavioral support involves making select changes to reduce stress when the brainwork of

ttinting and feehng becomes ovedoad, Some setings require more flaibil~, modtication, or structure to
provide adequate suppoti,

IDM#2 - STfMULW CONTROL

Thisconceptemphasizesa developmeti approachto managinga~ical reations to dmufi (based on
tindond M ofthe indtidual). Thetis isto helpchldrenmanagerd~e readons (hyperamusal, poor

modulation, etc.) and coach adaptie, hel~~ting behatiors and other coping strategies for daily
environments.

NOTE: This is NOT the same as tying to eflinguish problem behaviors (behavior modification) by imposing
“consequences” for unacceptable adions.

-1o5-



Instead, the child with involunta~ over/under-readions learns or relearns through auxitiay processing, The

helper becomes an external brain; a “coach” who helps to break down processing into smaller, step-wise tasks

then paces the activity The helper vahdates the child’s eady signs of atypical stress reactions to ordna~

routine; “Something is stuck~. We walk the child through a brief physical inventoy pointing out famihar
signals of Men capaci~ to inhibit, regulate, or modulate responses are exceeded, Stress deterioration in

behavior can include

Fatigue (looks like not tying,”1 can’t”, “don’t know”, dficulty initiating tasks, or
increased hyperactivi~, restlessness, disorganized activ~)

Confusion despite known directions or facts (can’t remember or attend to the obvious),
Disorientation (nods at instrudion, goes & gets lost in the hall or can’t find own locker), and/or

Perseveration – (“cannot” redirect, stays “stuc~ in repettive action or verbal protest)
Aggression / Regression (language goes ofine, behavior communicates needs at a more primitive

developmental level)

With time and coaching, the child practices a gestural cue others can observe, Eventually a verbal cue maybe

paired with the gesture, This is not aboti the child grasping auditory cues and generalizing them quic~y to all
situations wherein overfoad may occur. Evaluation and comparison of converging factors takes time. Rather, a
particular set of autonomic stress indicators (involuntary reactions) emerge, and registerwith practice, as “stop

signs”. Stopping may prevent further deterioration, Mediated learning, through coaching stop signs, and other
tools, teaches the child use of stress support techniques for routine conditions that others no longer need.
These simple measures can later be adapted to adolescent and adult setiings as needed,

EMMPLE: Aggressive behavior in school

Burgess tells how a teacher saw a 6-year-old speaking child about to strike another each morning as the girl

entered the classroom, Instruction on saying “hello”, time ob for hurting a peer, and other approaches failed
for two weeks, Seeing a lack of social reciproc~, affect cue recognition and decoding skills, the teacher

identified the child’s lack of “a greeting pattern” despite her abil~ to speak and chatter, One morning just
before the child’s strike, she caught the girl’s eye and modeled the intention: the child needed a s@na/ for

contad. The teacher expanded reaching out to strike into waving hello, exaggerating the gestural pattern
paired tith facial affect we how as gr~ting by looting intently at the gifl and waving to her, This registered,

and the girf suddenly mirrored waving to the teacher, Still waving, the teacher then pointed to the ctild about

to be struck, and the striker started waving to her peer also. Scripted language was added in after a few
weeks,

The teacher organized the child’s behavioral intention into puposeful communication through steps of couphng

the motor pattern, affect display, proximity, and finally spoken language, She noticed the missing pieces in her
natural needs wittin the classroom when the child’s language system repeatedly failed and default prelanguage

behavior did not resolve despite typical intementions, Instead of giving consequences for missing
developmental skills, she taught the missing skills by chaining what was present to the nti parts of the
developmental sequence between motor work and language work, Using what the child already had ordine
(motor activity, movement and gesture), and building from there, she avoided the frustration of ineffectively
insisting on t~ing to jump start an entirely dfferent set of circuits that had already proved to be less available

(the language and speech system). The ctild with brain injury could feel “contact” in~incts, but not motorically
organize what to do tih them oust hke a 15 month-2year old child). Neither could she initiate how to replace
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actionswith the symbols for actions that we call words and language. The teacher recognized the speaking
child still had developmental gaps due to brain injuW and coachdgestura/prompts to brrdge social interaction

needs until spoken social greeting routines (script with gestures) could be coached, videotaped, rehearsed, ●
shown on a felt storyboard, danced and sung, etc., encoding the needed array of multi-senso~ signals into the

child’s brain. Social skills seem emotional and instinctual, yet are sequences involving several areas of

coordinated brain activity that these children may need extra help with,

Temper tantrums are a normal, necessay signal that a child is a separate person from mother and is

practicing how to tolerate having mastery over some of what is around them, but not the level of control an

adult has. When toddlers feel anger, it is only sensed as a huge surge of physical energy with feeling. It
feels so powerful they really don’t know it can’t make them or their parents explode and die. There is the

energy of it, and also awe or even alarm, for some children, at the intensi~ they feel, With practice, they
learn it is big but not catastrophic by repeating the process of how the body energy grows, peaks and

returns to calm: when no one is destroyed, everyone is still okay and they, too, feel better, They learn it is

useful fuel to ward off or overcome obstacles, and that it doesn’t last forever, Typical anger or even raging
may occur a few times a week for some months, and last up to @ 20 minutes, but by 3 years of age,

children have grown into self-calming skills such that they can feel angry, express this safely, and return to
emotional equilibrium within 10 minutes to a half an hour. In some stages or in relation to certain events,
children may have more anger for a period of time, especially if hurt, sadness, trauma, loss, or

helplessness are present.

Example: Prolonged anger storms, agitation, confusional states
Anger episodes reported with alcohol and other drug-exposed children are often more frequent, longer,
and more severe, out of proportion to events, or may show a delayed onset from when distress was felt.
Parents report rages in which children break favorite toys (repeatedly), drop to the ground howling, ●
arching and stiffening the body, They report children head-banging despite safety measures, showing
excessive aggression and injuring themselves or others (biting, clawing, raking shn). Though these are not
that uncommon for toddlers, a child of 7, 10, or 14, would have typically grown out of this. Rage episodes
are reported to get worse when parents t~ to reason with them or talk it out, The episodes may go on for

an hour, upto severalhoursa day, or occur at “full intensity” seemingly out of the blue, or “spike” several

times a day with little provocation.

Theseare not tempertantrums,Theyare “angerstorms”of abnormalmoodregulation– childrencannot
calmdownontheirownwell,andrequirepossibleequipmentand/ormedicationintewentionsspecificallyto
learncalmingstrategies.A cascadeof neurochemicalalarmsignalsis releasedlikea lighteningstormat
sea,floodng themwithstresshormone.Thecapacityto processlanguageis offline;the midbrainis over-
raught,

Strategies: Winding down through use of lowered hghting, a nest of beanbags under a desk or table, or
similar hiding areas can be used so they can flee (instead of fend off hke a steam kettle). Children may

seek out their closet or another dark area, squeeze under or beside their beds, hide beneath pillows, or
swaddle in blankets or occupational therapy props such as weighted blankets until breathing is regulated.
Language only returns when their physical alarm state has ebbed, i.e. the stress hormone in the
bloodstream has reduced. Again, de-escalation of involuntary agitation is the first need. Making sense of
what overloaded their circuits comes aftemards, usually in slow, piecemeal fashion, perhaps over the

●
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course of a few conversations with time and verbal structure by the parent to help link what became

uncoupled, overwhelming, or internally disorganized,

Example: Episodic da~ime or nighttime wetting or soiting, despite known toileting skills

Children with FAS may have “accidents” on through elementary school, and sometimes adolescence and

even adulthood. This doesn’t mean a parent “hasn’t trained the child how to toilet for himself yet”, as one
parent was admonished by a teacher ptior to understanding this common symptom. Rather involunta~
urination or loss of bowel control can worsen under stress, when capaci~ to register and react to bladder

urgency signals with spatial reasoning and motor planning is in competition for atientional focus other
input, such as directions from a parent or teacher, or similar daily demands, Denial despite the obvious

smell or wetness is a common readion. It is a primitive defense against feeling defeat or lack of mastery

over one’s own body. Denial helps children preseme a sense of capacity despite the obvious their brain
“missed” important information causing unpleasant events from which there is no escape. Others noticed,
and will notice again, The child needs mental protection against defeat and discouragement over not being
consistently able to do what others their age are able to do to meet adult expectations.

As these and other symptoms are involuntary, not intentional, a child who shows denial or rationalization is

showing a reflexive defense against feehng incompetent, Children cannot just give up indefinitely, though

they may need to take a break to summon willingness to t~ again. They do get discouraged by having to
work so hard at what seems “automatic” for others. Variations in how long it takes to recoup mood, focus,

attention or skill sequences, and how severely behavior deteriorates under routine conditions, form an
individual’s pattern of good and bad days, or good and bad hours,

Mether in the classroom or later in the work force, citizenship skills are strengthened when persons tith MHDD
conditions

1) Gain the understanding and support of others,

2) Play some part in helping to shape environments for their success, and
3) Contribute their unique abilties within a community (sphere of influence). All people want to

experience belonging and purpose, and persons with alcohol related conditions are no different,

Adapted from: Appleby, Carter, Feeney, & Shfer ( 1992); Burgess ( 1992); Rathbun (1 993); brmichael-Olson,

Morse, Huffine (1 998); tinder (1 989)
1 Carmichael-Olson, H,, Morse, B,, & Huffine, C., (1998): “Development & Psychopathology Fetal Alcohol

Syndrome and Related Conditions”, Seminars in Clinical Neuropsychiatry, October edition,

{ Schowalter,1.(1979): “TheChronicallyIll Chilfl (Chapter49), BasicHandbookof ChildPsvchiatw,Vol.
1,Development,(ed.s;Noshpitz,,J& Berhn,l.), BasicBooks,

1 Boles, A, (1986): PsvchotheraDv and the Lonelv Patient, HawoRh Press,
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“Brain On Board”: States of Alertness

?’

asleep

Stress sign:

Accommodation:

Stress sign:

accommodation:

Stress sign:

accommodation:

Adapted from sources including Prigatmo, Shellenberger & Willims, fiankowiti, Ayes
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PWN15HMENT, DISCIPLINE% BELIEFS:

Whavs Your Goal?

When discipline is viewed as a teaching opportuni~

we can see that there are no magic techniques that work
for evey problem or every child:

Parents and teachers expect to prepare children for adulthood by teaching them self-control and increasing
accountability. In general, the literature points out that

Children are punished when:

● their behavior is controlled through fear

● they behave to avoid a penalty imposed by an adult
● the adult stresses what not to do (instead of what to do),

Punishment causes children to:

● feel humihated

● hide their mistakes

● blame others or themselves
● fear lack of control to handle future problems

Childrenaredisciphnedwhen:
● theyseethe possibleconsequencesof theiractions
● theyseeotherchoicesthatmighthelp
● theypracticecontrolsfor themselves

Dscipline teaches ctildren to:

● learn how to balance their needs with those of other people

● feel good about themselves and their ability to choose

● become increasingly independent
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This can leave teachers and parents of children with FAS or drug effects feehng desperate. Learning self-

-control and social stills comes from being able to ●
1. Rememberone’sactions,
2. 5eeoutcomesor consequencesfromthem.
3. Mentallypictureor rehearseotherpossibleoptionsbeforeaction,
4. Controlyour own thought patterns and choices,

5. Chose one’s own actions in comparison with information about what others are doing,
6. Be able to repeat this process in varied situations and time frames,

7, And, do all this “automatically dufing a daily or weekly routine,

Many cultural and intergenerational beliefs teach us to expect this, Implicit assumptions influence

standards of adult behavior, va~ing somewhat by culture. The following exercise will help you look at your

assumptions, and the practical implications of your beliefs when parenting children with central nervous
system damage, WHAT IS YOUR GOAL FOR YOUR CHILO? WHAT ONE MESSAGE WILL THEY COME AWAY
WITH?

EXERCISE:

Think of someone you knew in the past whose behavior did not match the above list of responsible

behavior.

Whatkindsof thingsdidtheydoor notdo?

What happened to you or others because of their actions?

How did this shape your attitudes and behavior?

Write three ttings that stuck with you from that point on as a “personal code”:

(i.e. “1 will never... .“, “1 will always.. ..”, “ When I have kids, I will make sure that .“

Source:Briggs,Briere,Baker& Bfightman;adaptedbyTraceyJohnson,MSW,withA,Rathbun,M,A,,A.T.R,,
NCMHC

●
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THE 10 STEPSOF A PAMDIGM SHlm

In times of crisis (Mgh turbulence), people ~ect, in fact,demandgreatchange.Thisbringstworesults

1. More people try to find different ways, i.e. new paradigms, which will resolve the crisis, thus

increasing the likelihood of paradigm shifts,

2. Crisis mentality causes more people to be wilflng to accept new and dfferent ways to solve the

crisis, increasing the opportunity to change paradigms,

Thissetsthestagefor radical change, characterized by the folloting steps

Step 1 The established paradigm begins to be less effective.

Step 2 The affected community senses the situation, begins to lose trust in the old rules,

Step 3 Turbulence grows as trust is reduced (the sense of crisis increases),

Step 4 Creators or identifiers of the new paradigm step foward to offer their solutions
(many of these solutions have been around for decades waiting for this chance)

Step 5 Turbulence increases even more as paradigm conflict becomes apparent.

Step 6 Affected community is eflremely upset and demands clear solutions.

Step 7 One of the suggested new paradigms demonstrates ability to solve a small set of

significant problems that the old paradigm could not,

Step a Some of the affected community accepts the new paradigm as an act of faith

Step 9 With stronger suppofl and funting, the new paradigm gains momentum.

Step 10 Turbulence begins to wane as the new paradigm starts solving the problems and the

affected community has a new way to deal with the world that seems successful,

When the communi~ is comfortable with the new paradgm, the tolerance for new ideas drops off,
completing the cycle, until new problems trigger a new cycle of changes,

Source JoelArthurBarker(1992)
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‘You and 1“

By DorothyBecM
FetalAfcohol Syndrome Fami~ Resource Institute

I am the parent, You are the professional.
I came to you out of resped, You treated me with disresped,

I live with my child, I know nothing,

You’ve worked with her a few hours, You know everything,

We need to be evaluated, You are above reproach,

You wrote a report about me. It says everything you think I did wrong,
nothing I did right,

I contad you. I am a pest.

You contad me. You are compiling information,

I raise my voice. I am losing control,

You raise your voice, You are authotity,

I amnoncompliant, You don’t like my advice.

My child is egocentric. You are egotistical,

The ctild with Diabetes needs nourishment and insuhn, the child with
ADHD/Fetal Alcohol gets Time Out.

Christina’s hospital room is messy and unorganized. She doesn’t get the
White Glove Award she tried so hard to earn,

Your area is unkempt. Housekeeping hasn’t come through yet,

I hesitateto ad. I aminconsistent,
Youareindecisive,You need to consult.

I bfing an advocate to the team meeting. I’m disrupting your agenda,

You bting staff. You are collaborating,

I’m tired. I lack follow through,
You are tired, It’s time for your break,

●

I ask if outside speciahsts, who can vahdate Christina’s reality, can be a

pafl of the team. “No problem,”
I try to schedule so that it may happen. “Now that’s a problem.”
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Because of logistics and prior commitments, I can’t get to a team meeting

I don’t understand the importance.
You can’t get to a meeting, You are important,

I give you impodant information on the disability of Fetal Alcohol. You

don’t have time to look at it.
You give me papers. I’m to read them and have them completely filled out by

the next meeting.

I am honest and expose my life to you.

You ambush me in meetings and couch your wordsin reports.

I let her sleep in. I am unstructured,
You let her sleepin (it was9:30am).Youaregivinghera lazySunday,

I ignore the behavior. I am a softie,
You ignore the behavior. She’s just doing it for the attention,

I comment on a behavior, I am overcritical.
You comment on a behavior. You are obsewant,

I had realistic expectations of you,
You have unrealistic expectations of Christina,

I amfiveminutes late, I apologize,
You are ~enty minutes late, You give no explanation,

Christina has behavior problems. You are rude.

In my care, she’s encopretic, I’ve failed to adequately monitor her diet

and make sure she does her bowel management program.
She continues to be encopretic in your care. You refer herto a
colorectalspecialist,

I tell you she has permanentorganicbraindamage.
Youtell meyouwilltest herIQ.

I talk to you about the challenges and ourunconditionalloveforChristina.
You keep bringing up the possibility of a failed adoption!

I aminvestedin usingFetalAlcoholasa rationalefortreatmentfailure.
Youare investedin usingthe Parentasthe reasonfor treatmentfailure,
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TECHNIQUES FOR PROFES510NAU:

HELPING FAMILIES WITH FAS / OTHER DRWG EFFEC~

1. Recognizethe biologicaldimension.

Usten for soft signsof organicityalongwithenvironmentallossesor stressors;askquestionsaboutwhat
earlysymptomsor behaviorsthefamilymayrememberwhichseemed oddor unexplainableduringearly
childhoodandschoolyears. Askaboutscenesthatstickout in their minds during family events, holidays,

or other notable times. Check for typicalphrasesthechildmakesabouthimself or that others often say

describinghisbehavior.Ask about physical preferences or aversions, (i.e. reactions to light, sound, hot or

cold water, presence of headaches, fatigue, eating & sleeping patterns, problems with hygiene, dressing, or
other self-help tasks, memory).

2. Solicit the illne= stoy.

Ask what brought up family concerns about possible prenatal exposure. Parents may describe a time when

“they just knew something wasn’t right”. Who did they tell? What responses did they get from other family
members, friends and professionals? Attempts to get help have often been unsuccessful; yielting stated or
implied blame, dismissal, patronizing, pathologizing, avoidance or denial. Parents often report being

treated like they “were craz$ and having no safe place where their concerns were taken seriously. Let
them discuss how dificult this has been.

3. Respect defensa, remove blame, and accept “unacceptable” feetings.

9

●
Parents may see one ctild as the problem, only to learn in time that other children in the home also have

symptoms of prenatal exposure. Gve parents time to absorb and process the many implications of
prenatal exposure or FAS over time, with normal reactions in some areas and slow remediation potential in

others. Normalize the presence of strong feelings (i.e. anger, guilt, grief). Pressing them for expression of
feelings prematurely adds more stress; instead, let them grieve at their own pace. Mirror the emotions by

telling stories of other parents’ responses to their child’s symptoms, eventually identifying feelings which
repeatedly occur in response to certain patterns of interaction between adults and the child. Normalize the

stresses of dealing with chronici~ assist their recognition of feelings as cues to be taken seriously.

4. Maintaincommunication.

Families who initially ask for information may digest the reality of their child’s organic brain damage in small

doses. Be flexible about the pace. Awareness brings up grief, and some familes may have no images of
what resolution looks like. Their denial works like brakes on a car, slowing the process of accepting the

“unacceptable” by protecting them from overwhelming discomfoti, In time, the other feelings emerge many
are overwhelmed, exhausted, frightened of the enormity of their feelings or anticipation of their children’s
feehngs, and afraid of the future. Take an incremental approach and ask if they want to know about
workshops, literature on Ffi/Drug Effects, or groups available. Ask what Knd of support would be most

useful for them. Assure them that there is no one right way to begin the process of heahng. Provide them
a mechanism to begin observing and recording the patterns of dificulty for future problem-solving efforts.
Validate family strengths. ●
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5. Attendto developmentalissues.

Discuss timelinesandexpectations,withplentyof room for gdef, anger, denial, bargaining and other
signals of the grieving process. Examine parents’ belief and values from childhood rules and roles, cultural
factors, stereotypes, externally imposed demands from schools or other systems, unspoken
internalizations,

6. Rea~~ isthefirst stepto improvingresilience,

Acceptance of reality and validation increase empowerment, improve resilience, and lead to a sense of

efficacy. Human beings need to make sense to themselves. When they do, and things fit, there is meaning

to their struggles, even if grieving and adjustment continues. Talk about strengths and weaknesses. Talk

about patterns of interaction, and symptoms. Mention environmental factors which can compound organic
symptoms, Share some stories of other parents or children with FAS/FAE casually this provides a structure
for them to comment from, Clients will answer “no” if some of these things don’t happen to them; they may

tell you what does often happen and when, if you ask and aren’t afraid of what you will hear. (Your own
comfort level is responded to as if by radar). Remember, it is not your job to “fix” them, You have the

OPPORuniv to suppo~ and encouragethem in learning how to try differently rather than harder, and
developing their own solutions in context.

7. Leave the door open for tiure contact.

Families may be undecided about what form of suppofl will be most useful to them. You may be asked to
facilitate advocacy efforts, assist coordination of the continuum of care, provide consultative or other
suppoti services, conduct therapy or facihtate a parent’s support group. Clients may need a host of
literature and other educational materials to help them link with existing resources, or modify these to

better meet their famil~s needs. Support the family in their steps to obtain needed semices, or develop
ones that will fit. Know that you are part of a larger picture, and do your small pati to increase the range of

support for this issue. You don’t have to fix it, and, you need not hide from it.

Sources Adapted from Table 4,1, Medical Family Therapy Techniques, developed by McDaniel, Hepworth & Doherty
(1992).
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AN OPEN LETTER TO TEACHERS
By Gary L. Flanders ●
Dear Teacher,
Please donotthink that Iamabad parent. Mychild haswhat themedical profession
calls an attachment disorder. This disorder affects children whodidnot, for whatever
reason, emotionally bond to their birth mother [or father], and who then carry on this lack
of bonding with later mothers, The vast majority of children who have this disorder are
adopted, and therefore not living with birth parents.

Here are a few things that you may find helpful as you deal with my child in your
classroom. Iwant the best formychild, and Ialsowant your day togo well in your
classroom. Idon'tsuggest these things to beamogant, tosuggest tiat you couldn't figure
them out foryourself, ortotell youhowto mn your classroom, Iofferthem as ideas for
things these children respond to better than what we would traditionally consider as
appropriate behaviors and consequences with a child.

Children with attachment disorder tend to need the following:

. Atight, butloving, s~ctired environment where themles never change, butthe
consequences ofien do.

● Adults whosaywhat they mean, andmean what they say, andwhodon't rely on
giving lots of chances before consequences fall. ●

c Someone whowill not beeasily manipulated byachild whodesperately needs to
be in control of all interactions with adults, and who understands that these
children are expert liars who can fool even experienced teachers and counselors,

● Someone whowill check outallthe facts before giving mychildmy benefit of
the doubt.

● Someone whounderstands that, ifachild is`` flhingout'' inallother areas of
life, getting schoolwork done must sometimes take a back seat.

. Someone whohows thatthere isareason forwhymy child isdoing teethings
she is doing, and that, until she stops acting out, she will have a ve~ sad life, and
so holds my child responsible for her actions and doesn’t excuse those actions
because of my child’s problems.

● Someone whorealizes thatmychild isquite superficially chaining withadults
she doesn’t have to be in a family relationship with, but lacks the ability to have
true closeness with family members, especially parents.

● Someone whowill notprejudge myparenting skills without asking mewhy I do
certain things with my child. ●
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● Someone whounderstands that mychild doesn't show affection to herparents,
but will ask to go home and live with you as a way of distancing from me.

● Someone whowill beastrong, consistent adult withmychild somychild can feel
safe enough to be able to go back to being a child, and

● Someone whocalls metocheck outthestories mychild tells before jumpingto
the conclusion that the child must be telling the truth because of her apparent
sincerity.

Thafi you so much for reading tiis letter, and I hope we can talk more about this
wonderfully challenging child Ihavebrought to your classroom. Ifyou want more
information about attachment disorder, there isawebsitea~
htto://www.attachmentcenter.org.

Cordially Yours,
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FOUR MnHS ABOm LWRNING

1. Learning is unpleasant (children must be made to do it).

FACT: All people are learning, all of their lives,

2. Learningis bestaccomplishedby sitting in a chair listening to someone
talk or by reading silently,

FA~: Studies show that people retain:
10% of what they hear
50% of what they see& hear
80% of what they see, hear& do.

●

3. Failure toughens children and makes them strong, i,e, lie is full of failures
and they should get used to k).

FACT: Chronic success deprivation teaches learned helplessness
and apathy.

4. To really learn something, drill on it, over and over.

FA~: Humor, emotion, and action are keys to interest and retention,

Sources: Seligman (1973), Wallace (1992), Newsweek (1993) Vol. C~I, #22.
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HIDDEN TASK IN “HOMEWORK

A 12 yr. old child with FAE was stumped by her teacher’s instruction to ‘do as many of these
math problems asyoucanin class,thenfinishtheassignmentfor homewo~. Wth normal

intelligence but slow cognitive tempo, she could only complete 4 problems dufing class time.

She spent 2 hours on the rest at home, running out of time for other homework in 4 academic

subjects she’d managed to write down in each class and car~ home (an accomplishment in
itself!) She gave up completely when she couldn’t figure out how to prioritize homework tasks

(exective functioning dtich) and still couldn’t finish all her math problems. She’d done

many but did not turn them in because until all were completed it wasn’t ‘the assignment’ it
was just ‘a few problems done’, that wasn’t what the teacher wanted, and she would get in

trouble. The general principle, to turn in work she’d done to get credit for it, never registered
with her (impaired atilfi to ab~ract).

The pressure grew. The child got stuck on how to tell anyone so they’d understand (Wess
overfoad decreases processing ati~i). The dilemma continued until end of term when she
was missing 29 assignments (chronic success deprivation). Her teacher thought allowing her

to finish assignments at home “would give her time”, but time was only one part where her
disability required accommodation. She was still being asked to:
. grasp concepts in class (rqti languagepmm”ng, s~tid co~ept pr~dng)

. repficateluse the concepts briefly in class (qp~ tie Ifimation)

. goon to severalother su~eds before she went home (&mge qntie W, remmkr =* -)

. retain or relearn the class matedal at home aker it wasforgotten tithout coaching or cues (~uendng md tinting

Im@ment, memo~ddti)

. make a decisionabout howmuch she bew or didn’t know, sofl & initiate nw task (ptio$ze inbmation, a-

tintion stills)

This child is “all or nothing”. Once she hears words but cannot picture the meaning (visual
processing strengths) she gets confused, frustrated, ashamed, and scared -- and freezes.
Task-analysis was needed: breaking the task down into manageable steps; each task used
prompts and cues to help with memo~ and processing impairments, Stress check4n was

crucial for monitoring atypical somatic stress incficato~ headache, extremities tight,
uncomfoflable, agitated, wiggly, breath held, face flushed, gaze aversion, fingers stimming,
other signs, were identified that interrupted information processing of cognitive task

sequence. Emotional safety was provided by accepting these unspoken stress signs as
“normal” for her, reducing defensive avoidance, apathy, and irritation. She was coached in
help seeking when she “was stuck” (stimulus control) regardless if she could @npoint the
source or not. The teacher set a specific structure (accommodations) to help manage
predictable stress (anticipator coping) and keep tasks clear (environmental control):
. Here’s tiat to work on (shw i!). Here,s how (model 1.2 steps),

. I’ll checktilh you for stress at .......(small time increment)

. You’re stuck? Take a stress break. (model stress r~udion still / use of accommodations& props for smthing)

. Goodjobl Nowdo this...(onenetask, i.e, 3 problems only).

. Woh for ......(shon time Mmit,i.e. 30 min. per night, 1.4 problems).,,.then stopl

Sporadc mastery was expected: for 3 days the child did 4 problems, the nefl day only 1, with

difficulty due to variabi~f inherent with brain damage. Close tracking of stress signs provided
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the teacheranexactpointof referencefor coaching the child to ask for help when it was

needed to make it safe for the child to use stress management stills she couldn’t previously

name, make incremental progress in her actual functional ability under daily stress conditions
●

without blame or punishment, The stress signs led to solutions -- and the child gained
specific sKIIs for how fo /earn, as well what to learn,

Reprinted with permission, Antonia Rathbun, MA,, A,T,R,, 1999,

●
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IDEA & Sedion 504:

A Comparison

Education Act (IDEA) is a federal

funding statute purposed to @ve
financial aid to states to ensure

adequate and appropriate

services for children with
cfisatilities.
Identifies all school-aged children
who fall within one or more

specific categories of quahfying
conditions.

~ I ... , 1.

The Individuals with Disabilities Isa broad civil tights law which

Purpose

Who is protected”

Responsibility to provide a free

and appropriate Public Education
(FAPE)

protects the rights of individuals

with handicaps in programs and
activities that receive Federal

financial assistance from the U.S.

Department of Education.

Identifies all school age children
as handicapped who meet the
definition of qualified
handicapped person; i.e. 1) has
or 2) has had a physical or
mental impairment which

substantially fimits a major fife

activi~, or 3) is regarded as
handicapped by others. Major life
activities include walking, seeing,
hearing, speaking, breathing,

learning, working, caring for
oneself and performing manual
tasks. The handicapping

condition need only substantially
limit one major life activity in
order for the student to be

eligible.
Both laws require the provision of a free appropriate pub[c education

to eligible students covered under them including individually designed
instruction. The Individual Education Program (IEP) of IDEA will suffice
for Section 504 written plan,
Requires a written IEP document Ooes not require a written IEP
with specific content and a document but does require a plan
required number of specific (many schools do use a wfitten
paflicipants at the IEP meeting, form called a 504

Accommodations plan. It is
recommended that the district

document that a group of
persons knowledgeable about the
student convened and specified
the aoreed uoon sewices.

● “Appropriate education” means a “App~opdatei’ means an
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programdesignedto provide
“educationalbenefit”, Related
servicesareprovidedif required
for the student to benefit from

specially designed instruction.

Special Education vs. A student is only eligible to
Regular Education receive IDEA se~ices if the

multidisciphna~ team determines
that the student is disabled under
one or more of the specific

quali~ng conditions and requires
specially designed instruction to

benefit from education.

Funding

Accessibility

Provides additional funding for

eligible students.

Requires that modifications must

be made if necessa~ to provide
access to a free appropriate

education.

educationcomparableto the
educationprovidedto non-
handicappedstudents,requiring

●
that reasonableaccommodations
bemade. Relatedsewices,
independentof anyspecial
educationsewicesasdefined
underIDEA,maybethe
reasonableaccommodation.

Astudentiseligiblesolongas
s/hemeetsthedefinitionof
qualifiedhandicappedperson;i.e.
(1) hasor (2) hashada physical
or mentalimpairmentwhich
substantiallylimitsa majorhfe
activity,or (3) is regardedas
handicappedbyothers. Itisnot
requiredthatthe handicap
adverselyaffectseducational
performance,or that thestudent
needspecialeducationinorder
to beprotected.
Doesnotprovideadditional
funds. lDEAfundsmaynotbe ●
used to seine children found
ehgible only under Section 504.

Has regulations regarding

building and program

accessibility, requiring that
reasonable accommodations be

ProceduralSafeguards

made.

Bothrequirenoticeto theparentor guardianwithrespedto
identification,evaluationand/orplacement.IDEAprocedureswill
sufficefor Section 504 implementation,
Delineates required components Written notice not required, but

of written notice. indicated by good professional
practice.

Requires written notice prior to Requires notice only before a
any change in placement, “significant change” in placement.

Evaluations A full comprehensive evaluation is Evaluation draw on information
required, assessing all areas from a variety of sources in the
related to the suspected area of concern; decisions made

disabihty. A multidisciplinary team by a group knowledgeable about ●
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Placement procedures

Grievance procedure

or groupevaluatesthechild.
Requiresinformedconsentbefore
an initialevaluationisconducted.

Requiresreevaluationsto be
conductedat leasteve~ 3 years.

Requiresreevaluationsto be
conductedat leastevery3 years.

A reevaluationis not required
beforea significantchangein
placement.However,a reviewof
currentevaluationdata,including
progressmonitoringisstrongly
recommended.
Providesfor independent
educationalevaluationat distrid
expenseif parentdisagreeswith
evaluationobtainedbyschool
andhearingofficerconcurs.

the student,evaluationdata,and
placementoptions.
Doesnot requireconsent,only
notice. However,good
professionalpracticeindicates
informedconsent.
Requiresperiodicreevaluations.
IDEAschedulefor reevaluation
willsuffice.
Requirespetiodicreevaluations.
IDEAschedulefor reevaluation
willsuffice.
Reevaluationis requiredbeforea
significantchangeinplacement.

Noprovisionfor independent
evaluationsat districtexpense.

Disttid should consider any such
evaluations presented.

When inter~reting evaluation data and making placement decisions,
both laws require districts to:

A. Drawupon information from avariety of sources
B. Assure thatall information isdocumented and considered

C. Ensure thatthe eligibility decision ismadebya groupof
persons incluting those who are knowledgeable about the
child, the meaning of the evaluation data and placement

options.
D, Ensure thatthe student iseducated with his/her non-

handicapped peers to the maximum etient appropriate (least
restrictive environment),

An IEP review meeting is required A meeting is not required for any
before any change in placement. change in placement.
Does not require a gfievance Requires distficts with more than
procedure, or a compliance 15 employees to (1) designate
officer. an employee to be responsible

for assuring district compliance
with Section 504 and (2) provide
a gtievance procedure for

parents, students and employees.

●
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Due Process

Exhaustion

Enforcement

Both statutes reauire districts to provide impartial hearings for parents

or guardians who disagree with the identification, evaluation or
placement of a student. ●
Dehneates specific requirements.

Requires the parent or guardian

to pursue administrative hearing

before seehng redress in the

courts.

Enforced by the U.S. Office of
Special Education Programs.

Comphance is monitored by the
State Depadment of Education

and the Office of Special
Educations Programs under the

Superintendent of Public
Instruction.
The State Depatiment of

Education resolves complaints.

Requires that the parent have an
opportunity to participate and be

represented by counsel. Other
details are left to the discretion of

thelocal school district. Policy

statements should clatify specific

details.

Administrative hearing not

required prior to OCR involvement

or court action; compensato~

damages possible.
Enforced by the U.S. ~ce of Gvil
Rights.

State Department of Education
has no monitoring, complaint ●
resolution or funding involvement.
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Facing Fe fd/A/coho[ A bitihMother> Jhoughts

I remember sitting in the examining room for my first prenatal visit to

the meticalschoo[ I was about 7 weeks pregnant and complete~ devastated I knew myffe was

crumbing and I was in no shape to be a parent I was 22years old eating tisordere~ alcohoic, and

acting out with acute post traumatic stress symptoms horn childhood sexual abuse, domestic violence and

parental alcoho!sm. I came from a white upper midde class fare+ of attorneys: I knew that whatpregnant

women do is go forprenatal viits, so I went. I didn ? want to be there because I didn ? even want to be

pregnant.

My husband’s father was a priest, and his family told me the baby belonged to God, my husband,

and me. I felt so guilty that I cancelled the abortion I’d scheduled in terror. I didn’t feel worthy to live,
much less take good care of someone else. I’d already been in the emergency rooms of hospitals and
college medical clinics for overdoses of prescription medication with alcohol, and passing out from days of
stawing. To me, that was evidence enough that I couldn’t take care of someone else. 1 couldn’t even
manage my own life.

The resident never asked about any family histo~ of alcoholism or abuse. He talked with me
about my health and nutrition, and asked, “DO you drink alcohol?” I answered “Yes” with a knot in my

stomach (it felt RIGHT to drink – I needed it). He said, “HOW much do you drink?”
I said, “Once in awhile.. .I have a couple of drinks..., not eve~ day.” Alcohol felt right, but I would

never be like the alcoholics in my family – mean, Dr. lekyl-Mr, Hyde drinkers whose drunken rages hurt

everyone in the family! I needed alcohol but not daily, like they did. I was different.
He said, “DO you dtink to relw, then?”
I was relieved,
“Yes, I’ma ve~ nervousperson,andI’mreallyprettyuncomfortablebeingpregnant,”

Uncomfortable was putting it mildly. My past was full of memories of my body taken over against mywill,
andnowit felt likeit washappeningto mealloveragain, Something,someONEwasgoingto moveinandI
hadnocontrol. I wasa failurebecausethis wassomeone I was supposed to love, and all I could feel was
fear, resentment, and buried rage. He offered mea rationale:

“Well, if you’re more relined, it will probably relm your baby,”
Good. I could still dfink.
He added, “Just don’t overdo it,”

I promised, as I promised myself in the months that followed,”1 won’t.”

I couldn’t understand why I kept breaking those promises, I’d swear to myself and others, I would
not get drunk that night. I’d just have two drinks like the doctor said would be okay. 3 to 5 nights out of

the week, I’d plan to have 2, and even could on some nights. Then, the neti time, I’d find myself drunk on
5-12 or more drinks despite my promises, I was horrified with myself, I was in a working band, and drank
like everyone else around me or less: only they weren’t pregnant and they didn’t start having the world fall

apart inside from the guilt and the shame. They’d get drunk, play music and look like party animals. I’d get
drunk and look like a monster. Worse, I felt like a monster,

The bass player’ wife, a nurse, looked at me one night as I gulped my fifth glass of wine oust starting to
feel the buss, at last). She reached over for my hand and said,
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“Hey Honey. You’ve got a baby in there. You might want to slow down, okay?”
I btistled and spent the rest of the night trying to sneak dtinks without her knowing, because I

couldn’t get the craving to stop, The shame got worse. ●
At the prenatal visits and weekly natural childbirth classes we went to, nothing was said about my

small size until the med school scheduled me an ultrasound at 8 months, I’d just bought my first pair of
maternity pants. I felt atrocious. Fat, despite my attempts to look hke the most “unpregnant” pregnant

woman. When I ate, my nutrition was first rate whole grains, juice, protein, and calcium. I took my vitamins

daily. But I was mortified over the loss of control over my body. No one asked about drinking or drugs.

Something snapped in me when I actually saw the baby on the ultrasound. I went home in
complete anguish, sobbing alone with that tiny being inside “God, I’m so sorry baby! I don’t know how to

care for you, I can’t even take care of myself! I didn’t mean to hurt you!!”
I spent the next month in withdrawal, sweating, trying to stay sober, I lost it one night at a gig we

were playing and drank so much I couldn’t walk. I felt hke I was going into labor, and in the middle of the

night, bumping down a back road in the rear of our van full of sound equipment, I begged the guys in the
band to take me to an emergency room. No one, not even my husband, the lead guitarist, would take me.

I sobbed and passed out hoping not to wake up.
I managed out of sheer terror after that night to stay sober until my child was born, scared I’d

ruined her, She was born by natural childbiflh methods and eveyone told me she was the prettiest baby

they’d ever seen. I drank again during nursing. The LaLeche League materials said wine or beer helped

the milk let down. She often fell asleep at the nipple, and was generally rather lethargic, but I just felt
spared to have such an “easy” baby. Eveqone remarked how wonderful she was. Somehow, she had
escaped unharmed. What unspeakable relief.

I continued to drink and accrue disasters and mounting shame and defiance as my attempts to ●
stop or cut down failed, and others began to notice my loss of control. I drank from age 19 to 25 and
inside of that period, could no longer get a buzz from five or more dtinks, My behavior deteriorated and I

drank “moderately” with others (to cover), so that I could go home and drink the amounts I craved. I
bnged 3-5 nights, with increasing hangovers, remorse, and a failed marriage. One evening when my child

was one, I’d gotten drunk after work and passed out. My housemates called the paramedics. I was treated
and released for alcohol poisoning with no questions asked about possible alcoholism, and no referral for
follow-up or treatment.

After that episode, I asked my housemates, “DO you think I could be alcoholic?” I was terrified

they’d say yes, and terrified the~d say no, wtich meant I was simply going crazy.
They looked shocked and laughed comfortingly,
“NO! For gosh sakes, you’ve just been through a divorce. You got drunk. It happens.”

I made my fifth attempt at seeing a therapist, and finally the symptoms of my abuse were
recognized, I was appalled when she asked me, “Have you ever been molested?” I flushed red and

retorted, “Yes. Why? Does it show somehow?!” She never asked me about alcohol. As I began to work

on the trauma, the nightmares and flashbacks and other symptoms got much worse, and my drinking
escalated wildly. Drinking was failing me and I had failed a life. I’d be drunk and in flashbacks, unable to
get “away”. I signed a suicide contract for 10 months after my plans were identified.

I was working a day job while trying to stay in the band after my divorce, when my last drinking
episode occurred. I drank on the job, went into a blackout, quit my job in a scene, and became suicidal. I

was told much of this 36 hours aftemard. My only memories are of searching the house to find my child ●
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(someone had picked her up andbroughtherwithme),andwakingin the deadof nightto a voicein my
heartsaying,“YOUare an alcohoic’~

I went and begged for my job back. I went to AA with my child on a blanket on the floor. The

corporation I worked for had never seen a woman alcoholic and provided no employee assistance. There
was no treatment and I had no suppo~ or childcare as it was.

When I told the other members at group therapy I was going to M, they exclaimed,

“YOU couldn’t be an alcoholic! You’re too well educated.”, “You’re too young! That doesn’t

happen to women your age!”, and other dismissals.
My horror at work had been so painful, I had no doubt. My worst fear was that I’d futiher hurt my

child by killing myself if I ever drank again, which would leave her alone in the world with on one to care for
her. I went to AA daily for well over a year not for myself, but for her.

As my years in M and recovery grew, I sought out therapy for my child and was initially told that I
was overconcerned. After six months, the therapist said,

“Well, she seems fine to me, Ve~ friendly, She may need help later, but for now (age 4), she’s

done.”
Her pediatrician told me that I was in recove~ now, and shouldn’t hve too much in the past,

attributing my expression of concern over my daughter solely to guilt, I talked to her teachers, school
officials, friends and professionals about my drinking histo~ with her and was reassured over and over that
I was overconcerned.

A private school teacher recommended she repeat first grade, citing slow cognitive tempo,

“daydreaming” and problems with attention, difficul~ with sequencing and tracking, and trouble carrying
out instructions. I discussed these concerns w ith the principal of our neighborhood public school, hoping
my child could start over there with less pressure. She was placed ahead despite my requests. Sporadic
maste~ and a verbal, charming manner masked her sense of chronic failure and frustration. Distress
played out at home in the form of gouging furniture and exhaustion: her fatigue and sense of defeat had

accumulated to the point of school refusal by fourth grade.
The second therapist I took her to used art, and insisted that her math problems, memory deficits,

and other symptoms of subtle learning problems would remediate on their own when she “had more
emotionalenergy for school worW, I believed it must be all my fault for her growing up in a recovering

household, though in my recove~, I had gathered parenting techniques from reputed books and methods
and drew heavily upon my former stills with children from worting in camps, summer programs, and other

childcare settings providing child-centered learning opportunities. Despite my educational background and
training, when others pronounced her difficulties solely emotionally based, I capitulated, figuring I just
wasn’t a healthy enough parent (despite 6 years of depth therapy, years of continuous abstinence and

involvement in 12 step programs, and a remarriage of several years with the birth of another child in
recovery).

I first saw literatureonFASwhenI was working at the Oregon Council on Alcoholism and Addiction.

A co-worker began to talk tome and I adamantly insisted my child did not have FAS. I avoided reading any
more about it for another year, When I read my neti article, my child had been in therapy going on two
years, school problems had not remediated, our family fife had been continuously improving since my
remarriage when she was three years old. The articlediscussedFAE and I froze, I read, and it was a

portrait of my daughter. I poured over the hterature and called every colleague I could to ask their level of
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information,seekingpeoplewhocouldevaluateher. finally I called the authors of the aRicle, who were

concluding research in Seatile, whereweeventuallytook part in a longitudinal study.
i grieved hard, and alone for the betterpart of sixmonths. I beganto ask my daughterabout ●

somecommonttings that happenedfor her at school and at home. I heard her answers differently and
started to validate her difficulties. I fought the school to hold her back and let her repeat fifth grade before

pushing her on ahead into middle school. I approached her therapist with the information on fetal alcohol.
I found ways to deal with my own pain, and later began to talk with my child about the things that were hard

for her because I drank during pregnancy with her. As she grieved, she’d cry and tell me how she loved me

but couldn’t accept it that I had huti herbydrinking.
Shesaid,“Dd you know drinking would hurt me?”
I said, “1 was afraid it would. But I was ve~ sick and couldn’t stop on my own. I was hufiing

myself and you, and couldn’t stop until I got help to get well.”
When she said “HOW could you!!”, I just nodded c~ing with her while she sobbed.
I told her hen+ “It k ET hd, and ve~ sad that I hurt you when I was sid & drbrting

afcohol You never d=ewedto be huti It hu~pu that #h happend You m klhurtandbe ang~

Iloveyou andl’m so SOT. ”

She would CY and hold me, lamenting, “1 love you and I’m so mad at you! It is hard to love you

and know that you huti me back then. Because you are my good mom, now, and I don’t want to be mad at
you. ButI am!”

Shewasmad,andhurt, andthe paintookanother1 % yearsfor us to process.Thereliefwas
immediate,however,inthatwhensheheardtheactualworks,“FetalAlcoholEffects”,shesaid,

“It is @? k has a m? It’s not myfault!” and criedtears of rehef,askingto meetother
childrenwiththe samecondition.

This hasprovedpivotal for acknowledging what is hard for hefi and

he~ing her build on her many strengths. The problem behaviors began to ebb away She stilhas
●

symptoms, and we have found wa~ to deal with those. Her grief has resolved though at Ornes in

adolescence, she would grieve pieces of what she imagines she might have been Jke had I not been

drinking duting mypregnan~ with he~ It was the truth that alowedher to shiff from feeing Ike she was a

problem, to being a pe~on with a problem, that has a name and can be dealt with. I was gratetil to have

found ways to handle my own gtief so that I could be present and avalable when hers needed room to flo~

lam also gratetilfor the one woman, the nurse, who in her wa~ ttied to he~. The cbscomfofl made a

connection, and the connection made sense eventual~

If I could change anything in this world it would be that my cfdld was harmed by my disease. I

thank the universe that my second child was not. We are tiving proof that even in families from generations
of alcoholics, sobriety and health can happen and the devastation can be stopped. My children have

experience of choices for a healthy life that were not available before we created them together. That’s
what the truth does – it takes down the walls so that we can face life on its own terms together.

Copyright 1992, A ~thbun, MA, AT.R.Reprinted tith pemission
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SHORT MICHIGAN ALCOHOLISM SCREENING TEST
(adapted to include drug use)

1. Do you feel you area normal drinker?
(Do you feel you are a social user?) ...By normal we mean you drink or use less
than or as much as most other people?

2. Does your partner, or family ever worry or complain about your drinking or
using?
3. Do you ever feel guilty about your drinking or using?

4. Do friends or relatives think you area normal drinker or user?

5. Are you able to stop drinking or using when you want to?

6. Have you ever attended a meeting of Alcoholics Anonymous (or Narcotics
Anonymous)?

7. Has drinking or using ever created problems between you and your partner,
or other family members?

8. Have you ever gotten into trouble in anv area of vour life (relationships,
work, legal) because of drinking or using?
(Have you ever had domestic or marital trouble because of drinking or

using?)

9. Have you ever neglected your obligations, your family, or your work for two
or more days in a row because you were using or drin~ng?

10. Have you ever gone to anyone for help about your drinking or using?

11. Have you ever been in a hospital because of drinking or using?

12. Have you ever been arrested for drunken driving, driving while intoxicated,
or driving under the influence of alcohol or other drugs?

13. Have you ever been arrested, even for a few hours, because of other drunken
behavior?

This form adapted from Seizer et al. is commonly used in the place of the long form
Michigan Alcoholism Screening Test.
Scoring: O-1 point = no alcoholism, 2 points = possible alcoholism, 3 points =
alcoholism.
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The CAGE Questionnaire

1. Have you ever felt you should CUT DOWN on dritiing (or using)?

2. Have people ANNOYED you by criticizing your dritibrg (or using)?

3. Have you ever felt bad or GUILTY about driking (or using)?

4. Have you ever had a dri~ (or drug) first thing in the morning to steady your
nerves or get rid of a hangover (EYE-OPENER)?

The CAGE questionnaire assesses the possibility of a dn~ing or chemical problem. ●
A “yes” answer to 2 or 3 out of 4 items strongly suggest the presence of alcoholism or

chemical dependence (Mayfield, et al.)
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GENDER SPECIFICS: THE SMAST ITEMS& WOMEN

1. Do you feel you are a normal drinker?

This question brings up the symptom of denial:
“I party, but ~m not like an alcoholic or anything, I don’t drink (or use)

everyday. ..1mean everybody goes out sometimes with their friends, you know ....” ..her
denial is not helped by the stereotype we all have in this culture that an alcoholic is
someone who drinks every day.

Try to ascertain the number of times per week the client imbibes, how much on these
occasions, and what is being used, consumed, OR PRESCMBED:

“Well, about how many times a week do you find yourself going out with
friends?”, and “When you do go out, about how many drinks do you have in an
evening. ..do you only drink, or is there some cocaine or dope around, too?”

“Are you taking any medications on a regular basis? How often do you take
these? Have you ever found yourself taking more than what was prescribed, or taking
them at shorter intervals?”...

Expect that she will make contradictory reports, minimize, and discount the frequency
and amounts. THIS IS NOT BECAUSE SHE IS TRY~G TO BE DISHONEST WITH
YOU; RATHER IT IS BECAUSE S= DOES NOT ~OW WHAT SHE IS DEAL~G
WITH ISA DISEASE AND SHE IS E~EMENC~G DENIAL, DELUSION AND
COMPULSION AS CORE SYMPTOMS. She experiences FEAR, SHAME, and
DISHONESTY WITH HERSELF (OUT OF WHICH IT IS HARD TO BE HONEST
WITH YOU, THE ~TERVIEWER.) She feels she should be able to control it, and is
trying to demonstrate that sbe hasn’t lost control (loss of control being the hallmark of
addiction.)

Does your partner, or family ever worry or complain about your drinking or using?
Often the client’s partner is addicted, in which case his behavior may show signs that
aPPear more dramatic such as antisocial behavior, i.e. bar fights, bullying, domestic
violence, staying away from home. His may be so “out front” that comparatively, hers
appears mild and less dangerous. The key here is that progressive addiction is dangerous
to her, and unfortunate for others as an outgrowth of that. Women suffer serious health
complications much sooner than men, advancing through early, middle, and into late
stage addiction in from 5 to 10 years (telescoped interval, discussed by Schukit,
Gomburg, and others.)

A common complaint to look for however, is that others may worry that she becomes
“overly emotional” or “unpredictable”, i.e. anger outbursts. The behavior cited would be
atypical of her in her general adaptation to those around her.
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Therefore, be sensitive to the reality that alcohol and drugs lower her inhibitions allowing
for freer expression of both positive and negative behaviors, and that her environment
may see any change as negative. The key here is to identifi HOW her behavior changes, ●
WHEN it changes, and WHAT are the “complaints”, and by whom. Note especially self-
destructive behaviors including unsafe sex when drunk or high, suicidal behaviors,
violent outbursts, inappropriate risk-taking, mixing medications with alcohol, driving
drunk.

The complaints of loved ones offer valuable information about the nature of potential
support for her recovery, or risk of sabotage to development of self-eating behaviors she
will be asked to learn to help her disease stay in remission once abstinence has begun.

3. Do you ever feel guilty about your drinking or using?

Women feel enormous guilt and shame. A double standard exists for male and female
alcoholics; the man is “a party animal” and “the life of the party”. But the saying goes,
“There is nothing more disgusting than a drunk woman”.

Add to this the stigma of having a disease most see as an inability to control oneself. She
can’t understand why she has seemingly lost control, and struggles to convince
herself and others that she really still is in control. Feeling overpowered always
produces feelings of victimization. As she tries one control strategy after another,
and these eventually fail, she feels very victimized and at fault. She cannot see the
brain chemistry and liver-cell adaptation going on inside her body that produce the
symptoms of loss of control, changes in tolerance, and inability to regnlarly predict ●
outcome once ingestion occurs.

4. Do friends or relatives think you are a normal drinker or user?

5. Are you able to stop drinking or using when you want to?

Due to brain chemistry and liver-cell adaptation, unpredictability begins to occur perhaps
she can drink or use “like usual” on one occasion, and then 3 days later experience
inability to stop, getting drunker “than usual”, or feel drunker sooner. She may cite how
many times she has stopped (gone dry for several days, weeks, months, or years.)
However, obviously, these attempts to stop or “slow down” have failed or she wouldn’t be
using or drinking at present. Really stopping means total abstinence from all mind or
mood altering chemicals, period.

6. Have you ever attended a meeting of Alcoholics Anonymous (or NA)?

Only 1 in 30 women stays in AA after a year’s time. Many women may have tried to go
to meetings and been overwhelmed with feelings of unsafety sitting in a room mostly
filled with men (whose symptoms and stories they may not relate to.) The newly
abstinent alcoholic/addicted woman suffers cognitive distortion and other physiological
symptoms that impair her ability to reason and choose. She has black and white thinking, ●
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global distortions, and other barriers to generating healthy options for herself. If the first
exposure to a 12-step meeting or treatment environment is uncomfortable, or ill-suited to
addressing her needs (besides her own internal discord which is considerably painful in
acute, sub-acute, and post-acute withdrawal stages), she will likely assume she can’t be
helped and that all is lost. This increases her isolation and risk of progressing into later
stages of the disease with increasingly severe complications and poorer prognosis for
successful treatment outcome.

7. Has drinking or using ever created problems between you and your husband,
lover, parents or other family members?

Most women are partnered with someone who drinks or uses as much as she does; ofien
more so. Women tend to remain with active alcoholic men; men tend to leave a woman
alcoholic. There is often broader use than just her own.

8. Have you ever gotten into trouble at work because of drinking or using?
(Have you ever had domestic or marital trouble because of drinking or

using?)

9. Have you ever neglected your obligations, your family, or your work for
two or more days in a row because you were using or drinkhrg?

These questions center on how relationships and daily ability to
function are effected by chemical dependence. tiow that a woman will go to any length
to try to keep her addiction from her children, so they may never actually see her use or
drink. Look for:

problems getting to sleep at night (speed, cocaine, alcohol) and problems waking
up to get kids to school, or get to work on time (hour late, how many times per
week, per month, etc.)

reports of depression and letharg~ “I have no energy and don’t even want to cook
or do the shopping., .“ (can indicate withdrawal, ie. stayed up all night on a
coke run, and can hardly pull it together to get through the days activities...)

irritation with children for daily needs, reports “they never leave me any time to
myself’

fights with partner, domestic life tense with arguments @artner may criticize her
use, or she maybe using to “keep up with” addict partner, both may use/drink
shutting the kids out...)

client may report “having to get stoned” to stand being around her parents, or
other relatives ...

Women fearful their drinking harmed their children will be especially vulnerable and
need understanding for the depth of their denial, guilt and grief. One alcoholic mother
said to an adoptive mother “But I thought he’d be okay because he’s with you now. ”
Alcoholic women see themselves as “the bad one”, and adoptive parents as “the good
one”.
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10. Have you ever gone to anyone for help about your drinking or using?

Statistics show that most chemically dependent women have been seen up to 4 times
prior to entering treatment by emergency room staff, physicians, therapists, and attorneys,
They typically go in search of help for

relationship problems, marriage problems
depression, low energy level
stomach problems, headaches, sleeping problems or amiety

If asked if they have ever had any problems with alcohol, most alcoholic women will
answer “No, ~m just having all this stress in my life” because they think the above
problems are causing them to drink, instead of drugs and alcohol being a causal agent of
the ensuing problems.

11. Have you ever been in a hospital because of drirsMng or using?

Again, by the time a woman is hospitalized with a diagnosis of alcoholism, she is
typically in late stage. Although accidental overdoses occur, personnel tend to think of
these as one-time occurrences, In actuality, this is a great risk because it signals the

swPtom of changes in tolerance that are significant of midde stage addiction. Other
hospitalizations may have occurred, but she will typically be diagnosed for the symptoms
of the alcoholism or addiction, without the primary disease pattern or etiology having
been identified. Her answer would likely be “no”, and you must check for ulcers, hiatal
hernia, migraines, hepatitis, diabetes, and other possible alcohol-related health problems. ●
12. Have you ever been arrested for drunken driving, driving while intoxicated,
or driving under the influence of alcohol or other drugs?

13. Have you ever been arrested, even for a few hours, because of other drunken
behavior?

Arrest and DUI rates are lower for women than men. Women mandated for participation
in Diversion Programs for DUI’Stypically do poorly as the environment reflects male
treatment needs and issues. Women usually are just “hit upon” by men and distracted
from attending to the content, or remain compliant and systematically shut out most of
the treatment information,
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July 16,2001

Adoption Social Worker
DCFS
P.O. Box
An~here, WA 98046-9712

M: Child age 6 and Sibling age 3

Dear Professional:

I am writing to discuss treatment status and progress of the above named
children, who have received outpatient services at ..since their referral by
your colleague, HiIda Someone, from DCFS last winter. The children and their
parents, Hattie Mae and Alvin Adopting, are active in our Special Needs Adoption
Program, a project sewing special needs adoptive families whose children have
alcohol and drug related disorders.

The purpose of treatment has been to clarify mental health and developmental
conditions present which reflect an underlying health condition from exposure to
alcohol during gestation, to which other drug exposure or environmental
challenges may have compounded the child’s challenges. Our program is aimed
at helping parents and children gain skills to avoid misunderstandings over time
that can result in a later disruption. At intake, it was clear that the Adopting’s
were familiar with “good enough” parenting, but that much more help was
required, Their children are more vulnerable children than typically developing
peers; they don’t handle “routine” stressors as “routine”. Both parents were
candid that as the children arrived due to a relative placement, they had not been
planning to be parents or adopt, and thus experienced many adjustment
reactions. Hattie Mae was employed, proud of her work, and when told by a
professional along the way that “the boys really needed a fulltime mother at
home”, had to make a conscious choice about refocusing herself towards
different purposes. She adjusted and resolved her earlier concerns and now
puts her former energy into working for the boys’ needs coordinating their circle
of care and services. Alvin acknowledges having initially thought of them as
Hattie Mae’s responsibility, and having to shift into building his own loving
relationship with the children. The marriage underwent a change of focus, and
the couple is actively co-parenting and participating with a network of other
special needs adoptive fathers and mothers who face similar scenarios.

These are not parents who bting their children and “drop them off for their
therapy appointmen~. Each attends actively, participates and is engaged fully in
building healing relationships with each child. Both children have symptoms
suggesting that their brains “misread many natural circumstances as noxious,
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due to poor calming and regulation capacities in the brain and body resulting
from neurotoxin exposure and subsequent environmental maltreatment. Each
one of the children has made some significant gains in treatment to date. The ●
most important are the signs showing they are fully choosing the Adopting’s as
their parents, looking to them for nurture, structure, limits and safety, and despite
struggles, starting to accept parenting from them.

Child, age 6, has Post Traumatic Stress Disorder. The results of his
neuropsychological evaluation are still pending to complete the comprehensive
diagnostic workup that includes his drug and alcohol exposure status. His
anxious control, hyper vigilance, “freezing”, silent refusal, and aggression in daily
settings are responding to intensive family therapy. Though we anticipate Child
to have less neurocognitive compromise than many children with his history, he
remains at risk for later academic complications and potential executive function
impairment. He has subtle language processing problems causing random gaps
in his comprehension and delays in carrying out directions with several steps.
His ability to tolerate novel situations or people can reflect exceptional anxiety;
where typically developing children show curiosity; he may instead shut down or
become disorganized internally, needing extra time to regroup and reduce
agitation, confusion or perseveration. The symptoms can be seen presently, but
by middle school, will be easily misunderstood unless he develops skills to self-
advocate over this difference from other students.

Interventions are directed towards assisting ability to self-calm and regulate
arousal to reduce incidence of extreme emotional and physical reactions ●
impeding social and school behavior. He has empathy skills but significant hyper
vigilance, causing distofion of cues from others. He is making progress in
verbalizing the intensity of his physical responses, but it is very hard for him. His
threshold for change is low, and external supports keep him able to show more
“scaled” or gradated, instead of extreme reactions, i.e. help him differentiate
“discomfort” from “danger. Sensory habilitation techniques for home and school
need to be incorporated to reduce risk of seconda~ psychopathology by pre-
adolescence.

Sibling, age 3, appears bright intellectually, but has had expressive language
delays; these may warrant speech and language intervention beyond that
provided in early childhood education. Sibling has a diagnosis of Phonological
Disorder his language is getting more intelligible, but continued treatment is
needed to reduce peer communication problems already developing due to his
aggression. Sibling has poor registration of sensory stimulation, is overly
aggressive and has met referral criteria for Occupational Therapy. He and his
parents are working constantly to expand his social and self-expression skills,
self-containment and self-calming skills as his regulato~ dysfunction is more
pronounced than his brother’s. He cannot formally be diagnosed with ADHD or a
Bipolar Disorder until after age 4, but his present symptoms are consistent with
such conditions. Differentiation can be made as he reaches appropriate age. ●
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The boys’ challenges, though different from one another, reflect underlying
neurodevelopmental needs for which they will need periodic intervention to
preserve adaptive skills for functioning at home and school over time. Need for
adjunctive services in addition to mental health treatment, either at particular
critical periods, or in supplement to limited services available through the
education system must be expected. Financial supports over time will be needed
to secure access to assistance that will help them master successively
demanding environments which introduce more cumulative challenge for the
child and family dynamics than what parents expect at the time of adoption.

Wth your assistance and support for intervention over time, the Adoptings can
make necessary steps towards improving family relationships and anticipatory
coping skills to help them focus on the strengths in their children and family.

Sincerely,

Antonia Rathbun, M.A., A. T. R., NCMHC
Special Needs Adoption Program Manager / Childrens Center
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DEVELOP~NTAL TASKS

THI~ YEAR (2-3 years old)

use toilet

string beads

enjoy playing alone

use 100 or more words

copy a circle
understand simple stories
walk up and down stairs
use 2 word phrases
imitate parents’ routine activities

FOURTHYEAR (3-4 yearsold)

button large buttons
draw a person
copy a cross
count to 10
count object to 3
talk in shofi sentences
speak to he understood
balance on one foot for a short time
play and share with other children

FIFTH YEAR (4-5 years old)

catch, throw and bounce a ball
zip a zipper
cut with scissors
name 4 colors
say simple nursery rhymes
sort hy color and shape
know some opposites
share and take turns
use “and’ and “but” in sentences

●
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NORMAL STATESOF SEX PLAY

2-1/2 YEARS: Child shows interest in different postures of boys and girls when
urinating and is interested in physical differences between the sexes.

3 YEARS: Verbally expresses interest in physical differences be~een sexes
and in different postures in urinating. Girls attempt to urinate standing up.

4 YEARS: Extremely conscious of the navel. Under social stress may grasp
genitals and may need to urinate. May play the game of “show”. Also, verbal play
about elimination. Interest in other people’s bathrooms; may demand privacy for
self, but be extremely interested in bathroom activity of others.

5 YEARS: Familiar with, but not too much interested in physical differences
between sexes. Less sex play and game of “show”. More modest and less

exposing of self. Less bathroom play and less interest in unfamiliar bathrooms.

6 YEARS: Marked awareness of and interest in differences between sexes in
body structure, Questioning. Mutual investigation by both sexes reveals practical
answers to questions about sex differences. Mild sex play or exhibitionism in play
or in school toilets, Game of “show”. May play hospital and take rectal
temperature. Giggling, calling names or remarks involving words for elimination
functions. Some children subjected to sex play by older children; or, girls are
bothered by older men.

7 YEARS: Less interest in sex. Some mutual exploration, experimentation, and
sex play, but less than eadier.

8 YEARS: Interest in sex rather high, though sex exploration and play is less
common in than at six. Interest in peeping, smu~ jokes, provocative giggling.
Children write or spell “elimination” or “sex” words.

9 YEARS: May talk about sex information with friends of same gender. Interest in
details of own organs and functions; seek out pictures in books. Sex swearing and
sex poems begin,

10 YEARS: Considerable interest in “smu~ jokes
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ATTACHMENT DISRUPTION SYMPTOMS:

1. SadisOiolence

_ Cruelty to animals

_ Cruelty to other children

Vandalism/proper@ destruction

_ Assaultive

_ SelJinjurious

_ Fire setting

_ Accident-prone

2. Disordered Eating

3,

4.

_ Stealing and hoarding Jood

_ Gorging

_ Food refwal

_ Abnormal eating patterns (times, rituals, etc.)

Counterfeit Emotionality

_ Theatrical display of emotion (Drama King or Queen)

_ SuperJcial charm~honiness (“Eddie Haskell ’~

_ Emotional radar

_ Indiscriminate attachment

_ Indiscriminate and superficial attractiveness and friendliness with

strangers

_ Poor peer interactions

_ Poor adult relationships flonger than 3-4 days)

_ Demanding and clin~ (Sucker Fish)

_ Controlling

_ Manipulative

_ Child is less likeab[e over time

_ Poor eye contact

KleptomanidCompulsive Lying

_ Chronic stealing (often of objects with no value)
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Pathological lying

_ “Cra~lying”

5. Saual Obsession

_ Seductive behavior

_ Seductive clothing

_ Open masturbation

Sexual activity with other children

Beastia[ity

6. Passive Aggressive

Facetoface compliance with ‘Get Bacb ’later

Refusal to answer questions

Provoking emotions in others

Enuresis

_ Encopresis

_ Nose picking and snot wiping

Incessanl chatter

Persistent, nonsensical questions

Property destruction

7. Defective Conscience

Absence of guilt

Denial and projection of @ilt onto others

_ Lack of concern for others, physically, emotionally, psychologically

No remorse for wrong doing

‘Yt ’sNot Fair” disease

8. Learning Difficulties

Learning disabilities

_ Delayed cognitive development/learning lags or gaps

Behind in grade level

_ Communication disorders/prob[ems

Delays in)ne and gross motor skills development

_ Lack of cause and effect thinking

Does not learn from mistakes

_ Abnormai speech patterns
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_ Poor concentra~ion and attention

_ Poor impulse control-appears ADHD

9. Distances Se~From Care

_ Physical and/or emotional withdrawa[from interactions

_ Aggressive

_ Promiscuous

_ Over~ compliant Pas no needs, no sense of se~

_ Overly competent (se~-paren~

_ Preoccupation with blood, fire, and gore

_ Preoccupation with bodily functions

_ Not affectionate on parents’ terms (not cuddly)

_ Psychotic behaviors
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The Trust Cvcles

Need

n

Relaxation
(Empathic Tension

Attunement)
TRUST

OF
~ “1 will meet your needs.”

u~’:ion
Response

“1will keep you safe. ” ~ oeed
Relaxation

Tension

TRUST
OF

Child Takes
Limit Is Action

Maintained LIMITS
A Limit

Is Set
Child Resists

Limit (may Rage)

need

Self
TRUST Tension

Satisfaction OF

(Pride) SELF ~ “/ want what is best for you.”

Child Sets Own Limit

Sources: Adapted by S. Guyer from Cline 1988, Cutis, 1991, Namaste Treatment Foster Parent Training Handbook,● 1999



MEET PORCUPINE

Here is porcupine.
He is having a good day.
His bristles are down.
They are smooth.
He is comfortable.

Mat color is his stomach?

(color) means he feels

mat does it make him want to do?

@ 2002, CMldrens Center. P.O. Box 4W, Vancouver, WA 98660 Phone 360499.2244/ Fax 360-699.1900
Reprinted with pemission of author, A, Rathbun, M.A., A. T. R., LMHC, 1994-



Something’s wrong.
● porcupine is stuck.

He’s having a bristle attack!
Now what color is his stomach?

His stomach is (color).

His heart is (emotion).

It makes him want to

@ 2002, Childrens Center. P.O. Box 4M, Vancouver, WA 98660 Phone 360.699-22%/ Fax 360-699-1900
Reptinted with permission of author, A. Rathbun, M.A., A, T. R,, LMHC, 19W -



He’s still having a bristle attack!
Now what happens?

He is in a ball.

What color is his stomach?

He is balled up because ....

What should people do when porcupine gets
stuck?

We understand. Thanks, porcupine!

●

@ 2002, CNldrens Center. P.O. Box 4U, Vanwuver, WA 98660 Phone 360-699-2244 / Fax 360499-1900
Reprinted tith pemission of author, A, Rathbun, M.A., A.T. R., LMHC, 1994-



ART MATEMALS: THE EXP~SSIVE MEDIA CONTINUUM

Art materials have a range of tonal (color or value) and tacti{e (textural) properties. Different
materials afford various sensory learning opportunities. Media selection plays a large role in art
making, Successful afi involvement never involves coercion; we all have media preferences for
good reasons! The broader our comfort zone with a range of media, tbe more tools we can use to
suppofi children in developing their own visual/sculpmral language.

1
MOST CONTROLLED (precise) LEAST CONTROLLED ( fluid)

crayons
oIl pastels

charcoal

chalk pastels
paints

plasticene

grey clay

red clay

Most controlled media:

● Provide stmc~re & firm limits - they stay where you put /hem
. Build patience through predictability - you can work incrementally over time
. Offer precision - you can achieve visual detail
. Give a sense of control - you can contro[ the media when you can ‘t control other

factors in your environment (symbolic maste~)
. Provide emotional distance or separation from reality - you can portray the

overwhelming in manageable terms, reducing senso~ impact on the brain
@lack & white vs. color)

Least controlled media:

. Stimulate sensation & expression - thq loosen emotional controls & allow
~pression, and in some instances, regression

. Build technical and emotional range - color& tatural properties are mastered when
media interactions ~mistakes ’~are aplored and resolved

. Encourage flexibility - creative tension in work with free Jowing media builds
tolerance for unupected changes to be met with innovation & adaptation

. Foster spontenaity - Juid or malleable media are ve~ immediate and reguire
response

. Provide a senso~ stimulation - visua[ and tactile properties can provide stress relief

~ 2002, Childrens Center. P.O. aox 484, Vancouver,WA 9S660 Phone 360.699.2244 I Fax 360-699.1900
Reptintedwithpemission of author, A. Rathbun,M.A., A,T.R., LMHC, 1994.



Pidure Ta[k: Ati fierapy & FAS/FAE

Re[ief Revelation, & Remaking ●
Eight-year-old Randy with FAS was more gaze aversive than usual when he came to art
therapy group afler school one day. He had a flat expression, dragged his shoes along
the couch, picked on another ctild, and couldn’t soothe himself, even with the stair
stepper that usually calmed him after 10 or 12 minutes. Everyone else was sculpting by
the time he grumbled and reached for paint, demanding the largest sheet of poster board
I had. Wordlessly, his pain emerged from the page: an armless boy, mouth turned down,
body tilted as a palm tree in a hurricane. He looked up, then, and rested his eyes on my
face. Afler a long silence, he spoke soflly, “It was a bad day.”

Kcking the couch and gaze aversion had melted away, Pointing to the page, I offered, “That boy looks sad, Randy.” He
nodded at the page in front of him, hung his head, and out came the stow piece by piece. Aftewards he curled up under M
desk asting the other children to help cover him up with pillows from around the room, He told us to press them down upon
him several times and hold them. As others went back to their sculpting, he rested in this “nest”. By the end of group,
Randy helped everyone clean up, no longer abrasive, but friendly and playful. There are times when a pidure is worth a
thousand words. His behavior appeared to say one thing, but MS heart another, His “picture talW said it all. He gained
relief.

Seven-year-old Ehse with FM frantically painted the face of her whole bodyouthnedrawing.Suddenly,sheexclaimed,-1hat,
it whenmomwashesmy face, “ The others echoed her sentiment, and it turned out the difficul~ was not with their mothers.
nor washing, nor the water temperature: it was the washcloths. TerWcloth and tadile defensiveness didn’t mix. Helen, age
eight with FAS said -1 want one from the nightgown stuff, that soft kind; Oespite anemia, her point was clear, and all agreed
with this revelation enthusiastically. Their parents welcomed the children’s idea on making hygiene more comfortable.

next session, the kids crowed with detight over new soft flannel facecloths! @

Pidures speak about our perceptions and our emotions, as if we are imagining “out Iou&, Art
therapy involves listening to the language of pictures.ForchildrenwithFAS/FAE,whohave
difficultiesputtingwordsonthoughtsandfeetings about their needs and daily environments, the
poignant nature of communications through art, poetry, music, dance or clowning can tell us
volumes.

The following guidelines may be useful when facihtating ati with individuals with FAS/FAE

● Emotionalsafety is foremost. The processof an emergeswhen people feel welcome just as they
are. Art experiences can offer re[ef, instead of pressure to perform.

● Statements like”1 can’t do this” may signal discouragement, vulnerability or difficulty initiating
(frequent with brain inju~). Arguing or attempting to persuade increase anxiety and may come
across as denying someone else’s discomfort. The goal is to provide a gentle path to regaining
confidence in creating. Relaxed exploration of materials that engage curiosity or feel most

approachablereframesthe focus from the person to the media. Expressive media have different
properties, therefore preferences or aversions are honored as a legitimate starting point.

● Everyone’s art is his or her own. Comments that point out a charaderistic in a pidure may help
invite discussion, i.e., “There’s a tig blue, wiggly tine,” or “The animal is looking at the tree.”
Critique is avoided, as are the questions, “What is that?” and “Why did you make.. .?” A safe

@ 2002, Childrens CentSr. P.O. aox 484, Vsncouver,WA 98660 Phone 360.699-2244/ Fsx 360-699-1900
Reprintedwith pemission of author, A. Rathbun, MA., A.T. R., LMHC, 1994-
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question might be “IS there a stoq with this?” The answer might be a simple, “No.” Trust is the
process.

There are not right or wrong answers in art. If the maker finds things s/he would want different,
we discover what options exist for the next part of the art process.

Metaphors provide emotional distance. If a personspeaksthrougha character,I answerabout
thecharacteranddonotattemptto bringthe subject closerto home. Defenses are presewed. It
is easier to maintain trust by working incrementally, than to try to rebuild it once a person feels
cornered or exposed.

Interpretation of ad desewes caution. For example, snow in the art of a child from Flotida may
suggest depression, however when evaluating snow scenes depicted by a child from Alaska
conclusions would have to take careful note of the fuller context.

Mistakes are opportunities to change things, find new combinations and see cause and effect in
action. Art media are both structured and dependable: they behave the same way, time after time.
Having satisfaction with am processes can help heal chronic success deprivation for children with
FAS/FAE:”1 did that myself!” or”1 never thought I could make something that big!” or “that good!”
“First, I thought it was ruined; now it’s even better!”

Themes of “ruined”, “broken” or “cracked” objects or characters can parallel feeling damaged, or
different, in this case, due to FAS/FAE. These images may accompany grief and adjustment, and
change as therapy progresses. Strengths are always present in some form. Think paradoxically.
There is something worse than making a picture of oneself as “cracked up”, and that is feeling this
way all alone and having to deal with it. Someone else knowing means that communication has
succeeded. That is a strength!

Various developmental levels can be seen in art making, i.e., preschoolers make people tike
tadpoles, adolescents often produce stereotypes that look much hke decals of blood, knives or
other weapons, skulls, roses, etc. Developmental information must be taken into account when
differentiating symbotic content for potential aggression, suicidality, indicators suggesting abuse,
or other concerns. What looks alarming maybe alarming, or it may be repressive of needs for
power, self-protection or the processor resolving conflicting inner feelings. Encourage
commentary that is freely offered, reducing reactivity to keep the door open.Judgmentsmadeon
the basisof a singlepiece of art are usually unreliable. A minimum or three pieces of art is
necessa~ to most art therapy assessment protocols.

Art contests or other forms of competition work against the process of remaking the vulnerable
self through art. Art allows differentiation and belonging at the same time. What we make is as
unique as who we are.

In a wodd of words, art still speak. Hubbard put it besk

“Art is not a thing; it is a way. “

@ 2002, Childrens Center. P.O. Box 4U, Vancouver, WA 98860 Phone 360-699-2244/ Fax 360699-1900
Reprinted with permission of author, A. Rathbun, M.A., A.T.R., LMHC, 1994-



why Can’t They )ust $~eak u??

THE SYMPTOM FOR THE LOSS OF WORDS FOR

FEELINGS IS CALLED “ALEXITHYMIA”

(ah-lex-eh-thigh-mee-ah)

Trauma’s effects on the brain include when language ability seems to go “offline”, a

symptom shown by many children with FAS (Van Der Kolk, Mc Farlane and Weisaeth, 1996),
Kystal (1978) describes how trauma results in loss of ability to _ specific emotions to
serve as a guide for taking appropriate actions. titerally, trauma to the typically developing
central nervous system can change permanently how one’s mind reads and responds to
input. Research has not yet determined how this effects people with pre-existing damage
from alcohol or other neurotoxin exposure. Trauma can induce brain adaptation patterns
that become reflexive, to protect survival. Since most events are not life or death situations,
these default changes are not necessarily desirable over time, and can interfere with quality
of family life,

~stal notedthat the inabiliwto Ink Ianquaaeto specfic physicalstateswas related to
aggressionagainstsetiand others. Safety,stressthresholdand stress hormonerelease
becomeimportantide~ alexithymiasewes as an obviousclue to the need for answers
aboutwhat,where,whenand howstressthresholdis exceeded. ●

Note: Alexithymia often occurs in conjunction with defensive behavior that is either
aggressive or regressive, such as; acting out despite knowledge of limits, warnings or
impending discipline, spitting, biting or gouging, soiling and hiding waste in clean clothes or
laundry, smearing feces or urinating on objects or people, and other forms of covert or
overt ‘unusual’ behavior wherein it is hard to discern a purpose to the action or what that
person needs from others.

In PET scan (positron emission topography) research by Rauch, et al., people with PTSD
who were exposed to environmental conditions that reminded them of traumatic events
showed reactions in the riaht hemisphere of the brain, Thev had increased blood flow in the
areas that handle emotional states and fli~ht or fiqht reactions (i.e. the brain had to work
harder in these regions), In addition, there was decreased use of o~~en shown to Broca’s
area – the rwion in the left inferior tiontal cortex that aenerates words for internal
experience.

This sheds light on the “freezing” reaction seen when someone with a trauma histo~ later
appears blank or wordless over routine events wherein discomfort suddenly escalates
(though there may not be literal danger). Once “triggered” by sights, sounds or other ●
@ 2002, Childrens Center. P,O. Box 4W, Vanmuver, WA 98880 Phone 380-699.22M / Fax 360-699-1900
Developed by A. Rathbun, MA., A. T. R., LMHC, 1998- Use with permission only.



sensations associated with the setting or events of traumatic experience, the person

o
becomes unable to express things cogently. Emotions flood the body seeking containment
or an outlet for the stress hormone coursing through the newous system, i.e. holding one’s
breath, smiling or laughing in fear, becoming unable to speak, involuntary trembling,
sweating, diarrhea or urination, or other sensations,

Example:A parent leaves the TV on to a talk show station where dramatic guests shout
back and forth in a heated argument, name calling, etc. The parent calls their verbal 5 yr,
old over to snack. The child stands not looking at the TV but not obeying parent’s call, as if
rooted to the floor, immobile, with eyes open but “not there”, as parent gets a more
frustrated, insistent tone, Child’s movement stiffens as if paused on a VCR, despite parent
coming over, taking child by the hand and trying to lead him to the table. Once at the table
he still looks blank, while one of his hands begins to dig at the stin of the other hand as if to
rake it.

On the externalizing side of adaptation to trauma, one show increased acting out or
“baiting” aggression towards others who pose no threat, despite known and obvious
guidelines or internal values, consequences or negative feedback from others,

Example: A highly verbal 5 yr. old urinates on floor 5 ft. from the bathroom where the toilet

o

is in plain sight though the child was asked by a caring and safe adult about needing to go
3 times in prior 15 min. and refused each time. When the adult gets upset, the child later
cuts a hole in the parent’s bathrobe, completely denying it when confronted and genuinely
believing he did not do anything.

●
@ 2002, Ctildrens Center. P.O. Box 464, Vanmuver, WA 98660 Phone 360.699-2244 / Fax 360-699-1900
Developed by A. Rathbun, M.A,, A.T.R., LMHC, 1998- Use with permission only.



Response Styles:
2 Adaptations to “Threat”

Listless,
cringe, Smwl

fainting tide cv wwer defiance
sMke, driven

smile grimace ye; tick tite anack

urinate

J “J

wMne

“J*[’ J

vigilance

JJJ

attack

“&l

freeze
DIE

scream

A v
KILL

-.

DISSOCIATION
“giving up response”

(withdraw / succumb - control of WHEN -
danger seen as inescapable)

THIS IS THE PHOBIC, ANXIOUS, STUCK,
AVOIDS, HIDES, INVISIBLE, ‘DON’T NEED
ANYTHING CHILD’, ‘CAN’T FEEL IT CHILD’

Neurochemi~l release:
Opiod peptides
Serotonin
Dopamine

1.

2.

3.

HYPERAROUSAL
“fight ia a higW

(fend off / vanquiah the danger - control -
vulnerability tilled off with the danger)

THIS IS THE COUNTER-PHOBIC, DANGER
OR INTENSITY CRAVINGCHILD, ‘ HOOKED
ON GORE, HORROR, THRILLS CHILW
Neurochemi~l releaae:
Norepinephrine
(locus wrsleus)

Dopamine (nigmsMabl/mesotimhc)
GABA
@-.-, A-:-

A traumatized child is often, at baseline, in a state of low-level alarm (sensitized neural
systems). An “even~ occurs that the brain reads as threatening (cause injury, pain or
catastrophic loss of physical wellbeing or psychic equilibrium).

The child responds with either a hyperarousal or a dissociative adaptation, then may swing
into the opposite style after the initial neurochemical flood (brain tries to rebalance to
baseline). The child’s emotional, behavioral, and cognitive functioning will reflect changes.

The more overwhelming the sense of threat, the more regressed the child’s response (the
bigger the “event”, the more regressive the behavior).

Source: Perry, Pollard, Blakley,Baker& Vigilante (1995)

@ 2002, CMldrens Center. PO. Box 4W, Vanmuver, WA 98660 Phone 360499-2244 / Fax 360.699-1900
Developed by A. Rathbun, M.A., A.T.R., LMHC, 1998. Use witi permission only.



Cognitive Differences:
Why Doesn’t He See How He’s Acting & Stop It?

Disorders of self awareness are common after many forms of brain injury, but are
poorly understood and managed (Prigatano, 1999). Physicians are without ways
to measure disturbances of ‘personal experience’ scientifically (i.e. in an MRI or
other medical exam). Neuropsychological evaluation identifies patterns.

3 basic facts about brain dysfunction:

1. Disorders are dynamic - changing with time and environmental demanda

2. Damage to different regions = different forms of impaired awareness

3. Disorders of personal experience (consciousness, self-awareness) =

disturbance to integration of thinkina and feelin~

Prigatano’s four syndromes of impaired self-awareness:

1. Frontal heteromodal syndrome - effecting planning, social
judgement, impulse control, anticipation, and ‘sustaining drive’.
When frontal lobes are injured, persons may not experience themselves
as having impairments to these areas.

2. Parietal heteromodal syndrome - Parietal lobe integrates complex
sensorimotor information, i.e. where one’s limbs are in space.
Impairment can include anosognosia for hemiplegia, and hemi-inattention.
Itis involved in integration of attention, organization, and
conceptualization.

3. Temporal heteromodal syndrome - Temporal lobe integrates sensory
inputs into deep brain structures, permitting memo~ and language
to function, particularly in the left hemisphere, i.e. lesions in the
termporal lobe often are associated with lack of insight about the
extent of a memory or language impairment, such as anosognia for
jargon aphasia, or complete lack of insight into the presence and extent of
their own disorientation about time and place. They may attribute this to
factors other than themselves.

4. Occipital heteromodal syndrome - interferes with vision processing,
perception and recognition of visual objects, i.e. having cortical
blindness but not experiencing this personally (Anton’s syndrome).



Persons with complete syndromes show no emotional distress because they
have no awareness of experience of their cognitive deficit. Wth partial ●
information, they partially experience their disturbance, and show some
affective reaction that is either defensive or non-defensive as a coping style.

Wth non-defensive coping, persons may recognize a deficit exists, but
consider its impact minimal. They persist with prior means of coping whether
these are safe or unsafe.

Example: A professor with right parietal lesion recognizes he has subtle problems with
attention, organization and the ability to conceptualize how to present a lecture, He may
insist on returning to teaching because it is how he copes; he enjoys educating young people,
it gives meaning to his life as he lives alone, He would resist discussion of no longer
teaching and turning his focus elsewhere, This is not just defensiveness per se. He partially
experiences his dificulty, yet still relies on methods that have served him well, and still sewe
him in major areas of meaning for his life.

In defensive cases, the person experiences a threat and the threat produces
anxiety and raises concerns about the integrity of the self. Thus, the person will
use many defenses to try to reduce the anxiety. Denial may be present, but also
projection.

Example: A person with left temporal lesion is partially aware of her residual language
and memory deficits develops paranoid ideation. Delusions ~n then later accompany
the anosognia,

This heuristic framework suggests that classifying impairments of self-awareness
can lead to a better understanding of the phenomenon of denial or other
unconscious defense mechanisms observed in psychiatric illness. Theoretically,
the same heteromodal cortical regions that allow self-awareness to emerge may
be involved in keeping certain thoughts and feelings from awareness even
though persons remain conscious of their environment.
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PROFESSIONAL FAS INTERVENTION VIDEO

“FAS Parent Education & Suppoti Curriculum:

The Pa~enting Your Porcupine 5eries”

PEER REVIEW FORM

DATE: SITE:

1.

2.

3.

1.

2,

3.

4.

5.

1.

2.

I am a professional in the field of

(Please selecfl I have /have nor had prior training specific to FAS
spectrum disorders. Prior training was from

The information presented in the video was not new or helpful to me.
(circle)
Disagree 1 2 3 4 5 6 7 Agree

I gained information that will improve how I work with families of
children with alcohol related conditions.
Disagree 1 2 3 4 5 6 7 Agree

I would recommend this training video to other professionals & parents.
Disagree 1 2 3 4 5 6 7 Agree

This video would be best suited to (circle) parenjs /professionals,
~aagree 1 2 3 4 5 6 7 Agree

The most important concept I gained from this video was

—.

This concept was already clear in my mind prior to the video.
Dsagree 1 2 3 4 5 6 7 Agree

The video does not convey information I would like to pursue through
further written curriculum materials.
Disagree 1 2 3 4 5 6 7 Agree

I would improve on the video by doing the following:

Length should be minutes.

Technical level was (selecj one) appropriate for parents & families



Appropriate for professionals
Appropriate for counselor & teacher education,

3. What the video needed was

in order to be most effective
in orienting others to diathesis stress techniques.

Thank you for taking the time to comment on this video.
I can be reached at Childrens Center, 360-699-2244, if the event of
questions.

Antonia Rathbun, M.A., A. T.R., LMHC
Childrens Center - SNAP Program
P.O. BOX 484
Vancouver, WA 98660
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Childrens Center/ SNAP Program
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Grant Period: 10/1/99 - 9/30/02 Evaluatoc Hank Bersani, Ph.D.
Summa~: The research and products/activities were completed either ahead of

schedule or on time, with papers for publication pending.

Childrans Center is an outpatient mental health therapy provider in Clark County, Washington.
We provide solutions-focused intewention to approximately 1,500 consumers yearly, Across a 36
month timeframe, the SNAP projact demonstrated:

Children sewed: 121 out of projected total of 105 adopteea;
115% of taraet Modulation.

■ 64 families invited to research, 5 not meeting study critefia, 42 families accepted research,
and 22 declined. Of the 22 who declined, 5 chose clinical sewicas only, and 17 declined
participation in any sewices at all. Of the 42 acceptees, 3 dropped out, 5 accepted and did
the pre-clinical sewices intewal only; all remaining have completed their measures. In
addition to the above quantitative stats, 30 families have paficipated in the qualitative study.

● Our acceptance rate to research waa 65% (compared with 30-50Y. for similar projects) and
we showed an 80Y. rate of retention to research.

PRODUCTS included:

.

.

.

.

.

.

.

FAS Parent Training & Suppoti Curriculum: “Parenting Your Porcupine”, with
accompanying Facilitators Guide

o Conducted study on 12- twelva week parent curriculum groups, exceeded est. numbers.
o Parent evaluation data consistently rated training “excellenr (6 out of possible 7)
o Curriculum tith Faciihtatom Guide completed for pubhcstion.

Promoting Pemanency Videos
o 2 pad video tmining seties ammpanies written curriculum:
0 Parent video explains diathesis stress principles for new pendinglpost adoptive familias

tith alcohol relsted disorders,
0 Professional video introduces clini~l framewok for use of cuticulum Mth

rewmmendations from families on building successful FAS Parent Suppofl Groups,
Parent Mantom

o 10 Active FAS Parent Mentor families; Phone paflnem through mentom
0 FAS Parent Mento~ hosted FAS “Tuesday Topics” Book Study& Proess group weekly

FAS Parent Online Network& Community Activities
0 Email netwo~ of 52 adoptive.FAS families
o FAS Parant Resources Online website tith newsletter & resources for parents
o Summer picnics, zoo trips, other - completed and wntinuing.

FAS Children’a Network
o Childrens groups and budrtias activities completed.

Porcupina SerIas: Therapeutic Stories for Parent& Child
1 childran’s book and 1 teen video on symptom management& family accommodations

The ~tsfihild Quilt Project for FAS/ARND: FASOAY 2001 & Ommunity workshops complated
Advancad FAS Family Intawention Training completed & continued through 2002 upon raquest.
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PROJECT SUMMARY REPORT

(Please indicate your priori~ area below)

Adoption Opportunities Grantee o ILP/Ctid WeMare Traiting Grantee

ROJECT: Promoting Pennanenc~ Special Needs Adoption Program (SNAP)

RANT PRIORI~ Adoption Opportunities Grant
REA:

ROJECT DIRECTOR: Antonia Rathbun, M.A., A.T.R., NCMHC

GENCY. CMdrens Center

GENCY OR PROJECT P. O. BOX 484, Vancouver, Washington 98666
DDRESS and Ck, \bc~M bdsq, c~

EWPHONE NUMBER phone: (360) 6g9-2244 Fax: (360) 699-1900 Email: *ni@#fid~

rART DATE: 10/1/99 END DATE: 9/30/2002
. . . . .

ROJECT DESCRIPTION (BRIEF PARAGRAPH): This research-basedpilot investigateda clinical intementionmodel
,nducted in an outpatient mental health agency, designed to improve pemanency for adopted children with alcohol I other dmg exposures

complex MHDD conditions. Parentsaccessed a suppofi system & menu of sew ices, including a 12 wk diathes is-stress training
Irnculum, to assist intewentions with their child’s specific symptoms, strengths & pattern of neurobehavioral episodes (a pattern C

Ironicity). The tem “diathesis-stress” refers to how persons with neurological impaimcnt (a diathedc condi[ion or e.ris[fng organic
dnerabili~) experience routine environmental factors as exceptional stressOrs,which can at a given threshOld produce deterioration where
:nons without diathesis would othewise show capacitv to adapt or accommodate. Parent Mentoring & peer suppofl helped families shift out
. the “crisis of dismption”,renewingresilienceas famifies with special needs. Children reduced defensive hx & increased use of supper

PROJECT ACCOMPLISHMENTS: SNAP GRANT PRODUCTS

Promoting Permanency -.FAS Parent Trabinq & SuPPort Group Curriculum “ParetiYour pOrcupine”
SerieS and Groups: Twelvel 2-wk diathesis-stress training groups were conducted using a model curriculum evaluated through
qualitative and quantitative methods. Families gave high ratings of course effimcy. The “Parenting Your Porcupine” Curriculum was
finabzed for publimtion, and continues in use by parents in the agency’s Adoption SuPPoti Pgm. Contacts in several states request cross-
site replication of psychoeducational diathesis-stress training cumiculum groups for adoptive famifies.

Advanced Family Intervention Training for FAS & Related Conditions: Human sewices professionals are given
clinical education in facilitation of diathesis stress training materials for foster, adoption, kinship care permanent guardianship?,and
recovering biological families. In-seNice training for workem increased access, refemal, case wordination, and follow-up with adoptive
famities. Trainings for 1o-1 education& human sewices pemonnel continue to occur @ quatiedy and include FAS Parent Mentors who
are education staff,

FAS Parent Mentor, Online & Advocacy NeWork: Parent and grandparent alumni sewe as Phone Patiners, Parent
Mentoffi & Advoates. Onhne nemoks for @60 parents and @ 50 children were initiated by participants. The StarChild Quilt
Project fOr FAS had6 parentfacilitatorswho held 6 workshops.

Early Childhood Education (ECE) Interns: 6 ECE interns worked in famihes as special sitters & respite persons.

At-risk Wdeo Project : Qualitative content analysis of 10 audiotape 12 week curtictdum narratives yielded the thematic content
and format for 2 video seties, one for Parents snd one for Professionals. Each track has 4 segments that discuss core concepts and
provide parent and professional commenta~ to the Parenting Your Porcupine curriculum. The videos are ready for marketing and
distribution.

“parenting your Porcupine” Childrens story & Teen video: A children’s book “Meet Porcupine” created to aide parent-
child discussion of symptoms 8 techniques for management & accommodation. The stow has coaching text for parent instwction in
therapeutic use of themes to enhance the child’s communication of symptoms and normalize accommodations. An adolescent FAS
video was made instead of additional books, to make concepts for coping with CNS differences accessible to older children, teens and
young adults. It features a 20 yr. old with FAS shaflng her experiences of symptom management, strengths and family suppotis..

For vour Proiect Summaw Report to be included in the notebook distributed to conference PafiiciPants, it must
be submitted to DSG.


