nAs a
to go through stages
of grief and accep-
tance. Our joyous
moments happen
when our child
reaches a goal or ac-
complishes some-
thing that parents of
an average child take
for granted. Our
situation can lead to
feelings of loneliness
and being cut off
from society, it is
hard to find under-
standing from others
for a situation we will
never fully under-
stand ourselves . 0
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April Is Autism Awareness Month!

The Center For Disease Control estimates that 1 in 110 children, and as many as 1 in

70 by 1s ahfegtgddy an Autism Spectrum Disorder. In honor of National Autism

Awareness Month, we’re dedicating this issue to families that live with Autism every
day. And who better to tell you what i1t’s like than them? We asked, you answered,
so this month our readers are telling you about autism from their perspective!

‘We asked: When it comes to autism, what do you wish people knew?

You answered:

the daily struggles I have to deal with...

that my child 1s not dumb, blind or undisciplined. He is a sweet, funny, kind,
caring individual that 1s sometimes overly friendly, overly stimulated and ex-
tremely mtelligent.

How 1solating it can be for the child and family.

That just because people cannot communicate verbally it doesn’t mean they
don’t understand what 1s said to them. They are very aware of their surroundings
and people but they might not overtly show it. They are highly sensitive individu-
als who process the world differently.

It 1s a rammbow diagnosis, not all children are ramman. Many children can look
and behave much like an average child and therefore get less understanding and
patience from those who are not familiar with autism.

My Brother - Autism - And Me Is Here!

We told you back in December that we’d be releasing a children’s book this spring,
and 1t’s here! My Brother - Autism - And Me was written by Aisha Pope, one of the
founder’s of Roots & Wings Consulting, and 1s one little boy’s story of life in his family
with his brother who has autism. Vibrantly illustrated by Alicia Diane Durand (a Posi-
tive Discipline parent and artist from Alphachimp Studios), this book is sure to dehght
and engage children! An author’s note shares Positive Discipline tools to help parents
support and encourage their children. Order your copy today, and tell a friend!

To order, call XLibris Publishing 1.888.795.4274 or Order online at
www.MyBrother-Autism-AndMe.com



Let’s Play!

By Catherine Dickerson, LCSW, M.Ed., Registered Play Therapist

How many times a day do parents and siblings of children with autism wish it were just that easy to engage the
whole family in fun playtime? But while 6-yr-old Andrew is creating a story on the floor with trucks, bridges and road
signs, 4-yr-old Mikey, who has autism, 1s spinning the wheels on an upside-down truck as if entranced. He seems far
away, even unreachable, in his own world.

Yet there are profound similarities between Mikey and Andrew. Like all young children, they both are mot-
vated by an intense desire to master themselves and their environment, though for Mikey the challenge 1s primarily
mastery of his nervous system to keep himself stable. They are both passionately interested in trucks, though for
Mikey, with his constant need to regulate his level of stimulation, spinning the wheels while he lays stretched out on
the floor 1s the safest and most comfortable activity. Both boys, again like all children, have a deep need to be visible
to their parents, though for Mikey, whose brain 1s not wired to seek out and make sense of social interactions, this can
be an overwhelming task.

It’s easy for Mary, the boys’ mom, to join in with Andrew. She can just sit down, pick up a truck and start driv-
ing. She can even take turns directing the play, and Andrew will stay with her. If she asks him for ideas, he’ll be sure
to tell her. They’ll have a congenial back-and-forth play time. But Mikey turns away when his mom approaches to
show him additional ways to play with the truck. He ignores her efforts to add conversation with a toy character, her
questions asking for his direction. He seems to shut her out.

Happily, Mary has had some training in play therapy, and remembers to slow down. Instead of trying to direct
and lead Mikey, she joins him, moving at his pace, not too close to him, doing exactly what he is doing. When she
sees his body relax a bit and turn toward her a few inches, she adds one small challenge—while in his peripheral vi-
sion, she drives her truck into her pocket. “Where did it go? Where 1s that truck?” Mikey stops, lunges for her
pocket, pulls it out with a shout. “You found the truck, Mikey!” Mary calls out gleefully. “You found it in my pocket!”
Mikey grins, shrieks, and runs off. “Oops, too big” Mary thinks to herself. “I've overloaded him.” She gets another
truck and, spinning its wheels, walks slowly into the next room. She stops a distance from Mikey so he won’t feel like
she’s chasing him, and joins him again by spimning the truck wheels. Mikey calms down, drops her truck and goes
back to spimning the wheels on his own vehicle. Mary slowly moves closer, picks up the dropped truck, and slowly,
deliberately spins the trucks’ wheels against each other. When Mikey again turns toward her slightly, Mary slowly, de-
liberately rolls one truck mto each pocket. “Where are those trucks?” she says slowly but with great interest, again n-
viting him to play. He gives her a sidewise glance. She slowly pulls a truck out of one pocket. “Here’s one. Where 1s
the other one?” Mikey lunges toward her, reaches into her pocket, and pulls it out. Mary adds a language challenge:
“You found the green truck, Mikey” she says smiling broadly, but more calmly this ime. “Green truck!” calls out
Mikey, as he presses it against her pocket. And on they play, based on Mikey’s interests (trucks with wheels, finding
things), his abilities (brief sentences, finding barely hidden things), at his pace (waiting for him to show interest with a
slight turn of his body and a sideways glance). Throughout their playtime, Mary thoughtfully, respectfully adds small
challenges when she thinks her son 1s ready. She enjoys the skill of finding ways to make herself the source of what
Mikey experiences as fun surprises. She highlights his moments of mastery (“You found the truck”), and he enjoys
her sunny response. In this play, Mikey feels that his mom understands and accepts him as a capable person. Mary
feels his love for her.

Play is a fun, rich way for all adults to communicate with all children—even those with severe disabilities. The
challenge 1s to shift from our pace and what we want our children to do, and instead accept each child’s individual
mterests, abilities and pace, than add inviting challenges one small step at a time. It’s a big task, but it’s much more fun
than tantrums!

There are growing approaches and resources for using play in all therapy modalities with children with au-
tism. For a video showing a mom playing with her son in language therapy, see: http://www.youtube.com/watch?
v=xKRywlF9sOSg

For more information on resources in San Diego, see: http://www.circlestretch.com

Catherine Dickerson is a Registered Play Therapist who works with families with young children in their homes. You
can reach her at 858-481-8634 or cedickersonl @roadrunner.com.



http://www.youtube.com/watch?v=xKRywF9sOSg
http://www.youtube.com/watch?v=xKRywF9sOSg
http://www.circlestretch.com/
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We asked: Whatos the most hel pful

You answered:

« Having a family member or friend give the parent/s a break by

“T’he most helpful thing babysitting

for families with autism
1s when people ask how
they can be mcluded in
community and family
activities in a meaning- Support and resources

ful way. Even families o Being accepted into the community without judgment. Most
that have children with of the time I find it’s people who have Special Needs kids them-
Ve s e ity selves and they just don’t treat you any differently. Also, having

autism olften opt out of . . : . .
o pred things to do on the week-ends for the entire family without being
socral events because of

early intervention at the earliest age possible

patience & persistence in the face of repetitive failure

concerns that could be worried about how others will react - best example 1s the ASA
mitigated if other funi- movie Saturdays - the entire family can go see a movie without
lies reached out.” fear someone will get upset when my son makes noise

o education and support
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We asked: Whatoés really not hjel
You Answered:
When people.... —

“It really doesn’t help a
family with autism
when you tell the par-

. ' ‘ ~ ents how much better
e Say that everything will be okay (especially when they have never experi- 1 ki does with vou.

e Judge and comment on a situation we may be struggling with instead of
offerig to help

enced a child with autism). [ already feel like an
neftective parent most
e Don't ask questions of the time. That just

makes me feel worse.
e Stare, criticize, demean, assume or just don’t ask questions Also, any sentence that
starts with “All you
have to do is...” should

e Say “Oh, all kids have 1ssues” or assume they know what it 1s like or what ) ;
be banished!

should be done.

e Stare at us and our kids - it makes the entire family uncomfortable. The
kids can tell and the looks of disgust really hurt.




We asked: What 6s t he

and tell us about some of your successes?

You answered:

best

part

“The other day I was just

e They are loving kids with a big heart, as they grow mto adulthood, they are
the most honest and loyal people you will ever meet thinking about my son,
e that you learn to appreciate all the things that your child can do/accomplish and reflecting on all of his
(all the Iittle things in life mean so much more to me). progress, his personality,
. Hls self esteem doesn't depepd on t.he opinions of hllS peers. The only opin- the vear since his diagno-
1011 ktjhat seems to matteli‘lio hllm 1s his O\im. I do a.drrﬁre. this quality of his sis, and it occurred to me
e looking at my son and owing exactly how s-peC1al es. . that he really is everything
e We take almost nothing for granted. Fach milestone 1s such a huge victory we .
I ever wanted in a son.
are so grateful for. e’ he's £ J
e The best part about having autism/having a child with autism/having a friend ©s smart, he's funny, he

with autism etc. 1s.... The amazing people that I have met in my journey, the
way 1t has change my core being and having to learn more about myself and
my beliefs than I ever thought possible. The constant learning about the
world and how to change it for people with disabilities. Becoming a strong
advocate and learning many things that I never thought I would have to

tries so hard—he’s a per-
fectionist like me. Pas-
stonate, strong willed, en-
ergetic, aflectionate, loyal,

sweet, a jokester, stands

a

learn. Has made me a very well rounded person. All of the support from
people who really get it when I am at a low point - they make me look at
things with a different perspective and that really helps.

e Enjoying our son's unique way of thinking.

e Meeting amazing people with strength and resilience. Many children with au-
tism have special talents that allow them to contribute great things to the
world, whether it be a genius scientist or a gifted artist.

his ground, fights for what
he wants, cute silly, seri-
ous. And when he smiles,
all 1s right with the world.
Stubborn, headstrong little
ball of love. Sincere. All
of the qualities I seek out
m people. Really, he’s
S u C C e S S e S everything I ever wanted
“We finally taught
him that farts are e Ifeel that I have become a stronger person
funny when vou're because of my son and that comes from all of the
€1g11; vears old. We programs and services I have had to fight or jump
also learned that through hoops for. I have learned that things are not always what they seem, typical
throwing up in the people I feel are the weird ones. Why don't we say what we mean and mean what
toilet beats throwing we say, that's how people on the spectrum are. I have high expectations for my son,
up in one's own bed. he will continue to improve himself, and as long as I am alive I will continue to help
(HUGE break- him grow and become the kind of man any person would appreciate
through).” e My son can not say very much verbally, but he understands us when we ask him
things including things such as "pull up your pants," "let's pray," "let's go upstairs," "let's
go downstairs," "let's wash our hands," "let's turn on the radio," "let's go inside," and "let's
go outside." Another huge success for us was when our son finally tolerated drinking (by straw/cup) his
milk and it no longer had to be diluted with water. It started with a 1:400,000 dilution ratio of milk to wa-
ter and it took 23 days to get to 10096 milk. This has been a huge success for our son and now he will
drink a few ounces of milk by mouth each day. Hopefully, the amount each day will continue to increase.
e We have small successes and we have big ones. A small success was when he could finally tie his own
shoes without anyone’s help. A large success was when he took it upon himself to pick up his brother from
his class and walk with him to the front of the school to wait to be picked up. He was so proud of himself
that he had a “big brother” responsibility and did it well!
e Learning to talk, swim, write, chew gum (that took months of work!). Having a successful play date, having
a true friend (not just someone who 1s nice to him). Conquering fears and anxieties.

m a son...and Autism.”
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Could Your Child With Autism Benefit from A Special Needs Trust?

All parents worry about their children’s future. We do our best to help them plan their Lives,
and hope that when the time comes, they’ll make the right choices for themselves. When our chil-
dren have special needs and we’re not sure 1f they’ll have the capacity to make good choices for
themselves, the natural worry mstinct that parents have can turn to out right, keep you up at night
panic! One option parents of special needs children have that could help ease their minds some
about their children’s future 1s a special needs trust. Elizabeth McCoy, ESQ, a Califorma Special
Needs Trust Attorney talks about what that 1s in her article 7he Case for Living Trusts, Nomination
of Guardianship Agreements and Special Needs Trusts: Spend a Little Now, Save Substantial As-
sets i the Future. Here’s an excerpt:

... Weve already established why parents need a living trust and a Nomination of Guardian
Agreement. Parents also need a special needs trust if the parents determine their child won't or po-
tentially won't have the capacity to manage his or her own assets once the child 1s an adult. A spe-
cial needs trust works like this: i the parents’ living trust, they name the special needs trust as the
beneficiary of therr assets rather than the child. (If the parents have less than $100,000 in assets,
they can just have a Will instead that names the special needs trust as beneficiary of their assets.)
Therealier, the assets are all titled in the name of the special needs trust, rather than the child’s
name. A Trustee controls the assets, and distributes them for the sole benefit of the child. Because
the assets aren 't in the name of, or under the control of the child, the Social Security Administration
doesn 't count the assets as owned by the child, meaning the child will still quality for SSI and Medi-
Cal in California, (or Medicare i other states,) thus saving the family substantial amounts of money
m housing, food and medical costs.......

To find out if a special needs trust 1s right for your family, consider doing research online, or
contacting a special needs trust attorney in your area. Many of them will do an mitial consultation
for free. To read Ms. McCoy’s full article, visit her website at http://www.ca-
specialneedstrusts.com/, or email her at elizabeth@ca-specialneedstrusts.com.

Professionals Weigh In On Our Questions About Autism

We asked: What are the biggest misconceptions people have about autism?

They answered:

e That they can't learn and don't care about having friends.

e That they don’t have a sense of belonging. Children with autism, even those who need to learn to connect with
others in ways that encourage the building of relationships, do have a sense of belonging. Their social behaviors
(influenced by a compromised sensory system, a social/communication system that is developing differently, and
learning style differences) demonstrate their sense of belonging in unique ways than that of children without these
challenges

e That everything would be solved by “better discipline.” The Parents I’ve worked with have been extremely dedi-
cated, hands on parents who want nothing more than the best possible outcome for their children, just like we all
do.

e They every autistic child looks the same. Not true by any stretch! It’s like the old saying goes- if you’ve met one
autistic, you've met one autistic child.

L 2



Upcoming Events

Family Education Centers are up and running!! The Solana Beach location at Santa Fe Montes-
sor1 School will be meeting the first Saturday of the month, April 3, 2010 from 10am-12pm. The
San Diego location will be meeting on the third Tuesday of the month, April 20, 2010 from 6pm-
8pm at Innovations Academy. For more mnformation or to register, go to
www.FamilyEducationCenters.com or call Aisha at 619.737.7721.

Parenting With Positive Discipline: Join Certified Positive Discipline Trainer Lois Ingber, LCSW
for this 3 week event! Beginning on Wednesday April 21, 2010 at Dehesa Community Montes-
sor1 school m Escondido, Lois 1s offering a three week course on the following topics: WED, April
21 6 - 8 p.m.: “Discipline That Teaches: Focusing on Solutions ” WED, April 28, 6 - 8 p.m.:
“Empowering Yourself and Your Child ” WED, May 25, 6 -8 p.m.: “Building Family Coopera-
tion, Compassion and Connection ” For more mformation or to register online visit
www.AdlerianConsulting.com or call Lois at 760.729.0828

Autism Speaks - Walk Now For Autism Event: April 24, 2010, at 8am in Pasadena at the Rose
Bowl. Visit our booth and pick up your autographed copy of My Brother—Autism - And Me, by
Aisha Pope, LCSW. Or, order a copy today at www.MyBrother-Autism-AndMe.com! Register for
the walk or donate to the cause at: http://www.walknowlorautismspeaks.org/

www.RootsAndWingsConsulting.com
www.FamilyEeducationCenters.com

Aisha@contactRAW.com
Talin@contactRAW.com
RAWNews@contactRAW.com

Phone: 619.737.7721
Fax: 619.741.3150
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