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What's This Booklet About?

Raising children is a tfough job for parents. Parents raising a child with fetal alcohol
spectrum disorder (FASD) may need special help.

This booklet provides guidance on understanding sibling relationships when an FASD is
involved. It answers questions you might have and suggests ways to help your children
cope with their sibling’s disorder.

What Are Fetal Alcohol Spectrum Disorders?

“Fetal alcohol spectrum disorders” (FASD) is an umbrella term describing the range of
effects that can occur in an individual who was prenatally exposed to alcohol. These
effects may include physical, mental, behavioral, and/or learning disabilities with
possible lifelong implications. The term FASD is not used as a clinical diagnosis. It refers to
conditions such as fetal alcohol syndrome, alcohol related neurodevelopmental
disorder, and alcohol- related birth defects.

Is Having a Sibling with an FASD Different Than Having a Sibling
Without an FASD?

Every child is unique, but FASD presents some challenges that many siblings don't face.
People with an FASD can have qualities that make them different, such as:

¢ Being very unpredictable.

¢ Being moody, making forming a close relationship hard.
¢ Having trouble functioning in a typical environment.

¢ Having memory lapses.

¢ Showing behavior problems.

¢ Not understanding ownership. Your child may complain, “I've told him a million
times to leave my stuff along and he just won't listen.” You can help by explaining
that the child with an FASD isn’'t refusing to listen or pay attention. He or she
doesn’'t remember being told to leave other people’s things alone.

Despite the challenges, the relationship between siblings can be a very important part
of anyone’s life. A sibling’s disabilities may change the nature of the relationship but do
not prevent your kids from establishing a good one. Siblings share similar family
experiences and can form special lifetime bonds.
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At times, your children may act like typical siblings, arguing over the remote or blaming
each other for breaking household rules. It's important to let the relationship develop in
its own way at its own pace.

Many things will affect your children’s relationship with each other. FASD is not the only
factor. Your kids might have personality differences or nothing in common. That can
make a relationship difficult. Family situations, such as divorce, can also affect the way a
sibling relationship develops. Some siblings become close and remain so into adulthood,
while others never get close or grow apart as they get older.

You can teach your kids not to snub their siblings because they have an FASD. You can
guide your children, but don't force them to be friends. Children shouldn't be expected
to stifle their feelings or to cut their sibling some slack. FASD does not excuse bad
behavior. Your children may resent you if you let the child with an FASD “get off easy.”

Is My Child Afraid to Tell Me That He Doesn’t Like His Sibling with an

FASD?

Kids might hate the problems associated with an FASD but still love their siblings. FASD
can be confusing because your child may not look disabled. He or she might have a
typical 1IQ but have emotional and behavioral problems. People with an FASD often
misinterpret social cues. They might say their sibling is angry with them when there’s
nothing wrong. Your children might wonder what their sibling's problem is or why he or
she can’t just “get it together.”

Other feelings siblings might have include
¢ Jealousy or anger about all the attention the child with an FASD gets. They may
see a sibling with an FASD getting attention for having problems and act out to get
attention. They might pretend to have problems with their schoolwork or complain
of illness so that they can get attention too.

¢ Anger about being different from other families. Your children might be upset that
your family does not do things other families do.

¢+ Isolation and loneliness or feeling that no one else has the same feelings or
experiences. Because of the stigma associated with FASD, your children’s friends
might be uncomfortable hearing about it and might not want to talk about it.

¢ Guilt for feeling angry or resentful or for not having a disability. Some siblings may
feel they are to blame for their brother or sister’s disability.

¢+ Embarrassment about the sibling’'s behavior or appearance. Siblings who do not
have an FASD might avoid contact with their brother or sister or not invite their
friends home.
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¢ Fear that they might develop an FASD. Children sometimes think that disabilities
are contagious. They also might think they have an FASD if they do something their
sibling with an FASD does. Your children might forget their homework one day and
worry that they have an FASD.

¢ Pressure to achieve in order to make up for a brother or sister’s inabilities. Your
child might act interested in an activity and pretend to enjoy it just to make you

happy.

¢+ Pressure to help take care of the sibling and resulting anger, especially if faking
care of the sibling conflicts with plans with friends or becomes overly burdensome.

¢ Confusion about the disability. Siblings often are not given thorough information
about why a sibling has a disability, how it affects him or her, and what the family
can do to help. Talking about FASD is important, especially since it provides a
good opportunity to discuss alcohol use.

Many of these feelings affect children as they grow up, but siblings offen continue to
have concerns as adults. They may be concerned about the future of their sibling after
their parents die, especially if the sibling with an FASD still lives at home.

Is There Anything Good About Having a Sibling with an FASD?

Despite the challenges, there are several positive aspects of having a sibling with an
FASD. Many adults who grew up with a sibling with special needs say that they learned a
lot. What they learned made them stronger and wiser adults. They feel they are more
understanding and patient than they might have been otherwise. Children in families
where a sibling has a disability can also become more mature, responsible, self-
confident, and independent.

Growing up with a sibling who has an FASD may instill a greater level of understanding
and development in the siblings who are not disabled. They may develop greater
leadership skills, especially in areas where understanding and sensitivity to human
awareness issues are important. Many leaders in The Arc and other contributors to the
field of mental disabilities, as well as other notable people, grew up with a sibling with a
disability.

Having a sibling with an FASD can also make kids more aware of the dangers of alcohol
use. They might be less likely to drink. It can also lead them into careers in substance
abuse prevention, disability advocacy, health and social services, and similar fields.

Beyond what they might learn from the experience, your kids can enjoy their sibling with
an FASD. Kids with an FASD have many good characteristics, just like other kids. They can
have a good sense of humor, creativity, caring, a love of animals, determination,
musical and artistic talent, and a desire to please. Everyone has something positive to
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offer. Encourage your children to look for the good things in their siblings, rather than
focusing on the problems frequently associated with an FASD.

Can My Kids Still Play Together and Have Fun?

Children with an FASD can usually participate in most activities. Try to avoid competition.
It can call undue attention to your child’s disability. Frustration and feelings of failure
may result.

Games with lots of rules can be difficult as well. Kids with an FASD can have trouble
remembering how to play the game. Find things your kids can do together that allow
them to share time without pressure. Singing, dancing, painting, watching videos, going
for walks, and reading together are just some ideas.

Also remember that children with an FASD may have difficulty making and maintaining
friendships. The inability to make friends may be stressful. Siblings and other family
members can help provide friendship. But don't pressure your children to spend time
with their sibling with an FASD if they'd rather be with other friends. They might resent
being their sibling’s only friend.

What Can | Do to Help My Children Cope with Their Sibling’'s FASD?

You can help siblings adjust in several ways:
¢ Give each of your children individual time without interruption. You might need
help from your spouse or partner, a friend, or a relative. But it's important for your
kids to know that they don't have to have a disability to get your attention. You
may want to schedule individual time with each child.

¢ Assure your children who don’t have an FASD that their feelings are okay. Ask them
how they feel about having a sibling with an FASD. Encourage them to express
their feelings openly.

¢ Help your children accept their sibling’s FASD. They can be angry about the FASD
but they still have to be nice to their sibling. After all, no one chooses to have an
FASD. You can teach them ways to deal with any bad feelings that arise, such as
leaving the room, counting to 10, or writing about it. Anger management skills help
in any relationship.

¢ Remind your child that differences make the world more interesting. People with
an FASD are different, but they aren’t bad. And we're all human. A sibling with an
FASD may do embarrassing things sometimes such as being clumsy or interrupting
others. But guess what? The child without an FASD might embarrass his or her
sibling at times too.
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¢ Look for ways to play up the strengths of your child with an FASD. Try to find
activities that he or she can do well. Give your children a chance to see the child
with an FASD doing good things that the whole family can be proud of, such as
participating in Special Olympics or helping at a nursing home.

¢ If your children want to help their sibling, encourage them. But don’'t pressure them
to help out. Relationships between siblings should embrace friendship rather than
caregiving. Treat the child who does not have an FASD as a child, not as another
caregiver. Don’'t ask your child to take on responsibilities for which he or she is
unprepared.

¢ Help your children learn to communicate with their sibling with an FASD. People
with an FASD may have trouble understanding long sentences with many parts.
They also may have difficulty following multiple directions. Remind your kids to use
short words and sentences and to break things into steps. For example, if you want
the child with an FASD to come downstairs for dinner, go upstairs and say that it's
dinnertime. Then lead the child to the table.

¢ Suggest positive reinforcement. Tasks that we take for granted can be difficult for
someone with an FASD. Even a simple “thank you” can mean a lot. Encourage your
children to praise their sibling with an FASD if he or she gets something right or
does something well.

¢ Provide siblings with choices and include them in decision making. Discuss family
matters with your children, especially if it affects them personally. Don’'t make
assumptions. You might think that your children won't want to go to the mall
because their sibling with an FASD might get overstimulated and act out. They
might surprise you and say they don’'t mind. Also talk with older children, teens,
and young adults about the future. For example, who will take care of the child
with an FASD if something happens to you? Provide your children with available
resources and let them know they do not have to take on this responsibility alone.

¢ Provide your children with information about FASD. Answer their questions and
respond to their concerns in a simple but precise manner. Explain the cause of
FASD and let them know that they can’t catch it. Siblings may also benefit from
the support of a person outside the immediate family. A relative, trusted friend, or
other resource people such as coaches and counselors may be helpful.

What If My Kids Ask Me a Really Hard Question, Like Why Their Sibling

Has an FASD¢
Kids are curious about FASD. That's why the SAMHSA FASD Center has a booklet for
siblings to help them learn about FASD and get answers to their questions. You can find a
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copy on the llluminate Colorado FASD webpage (www.illuminatecolorado.com/fasd)
The booklet is entitled “My Sibling Has a Fetal Alcohol Spectrum Disorder.”

You also might find it helpful to talk to other parents of kids with an FASD. Some questions
may require outside help from a family counselor, therapist, or other professional. For
example, if you drank when you were pregnant, your children might ask why. They might
ask if you drank while you were pregnant with them and why they don’t have an FASD
like their sibling. These are difficult questions. Your answer will depend on your child’s
age and maturity and your relationship with him or her. It's okay to tell your child that
you need to think about it and set up a time to talk later.

Where Can | Get Help?

Many organizations have support groups, such as The Arc’s Sibshops. Sibling groups
provide a forum where siblings can discuss their experiences, share ideas, and give each
other support. Other sibling services include seminars and meetings that address topics
of interest to siblings such as future planning (guardianship, alternative living
arrangements, etc.). Programs that provide family support, such as respite care, also
include siblings in the planning process or provide services in infegrated settings where
all siblings can participate. You may also want to contact the National Organization on
Fetal Alcohol Syndrome (NOFAS) for information about additional resources available in
each State, including support groups. Visit their Web site at nofas.org or call 202-785-
4585. See the next page for additional resources. Remember, you are not alone.
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