The Joubert Syndrome Foundation &
Related Cerebellar Disorders
is an international network of parents

JOUBERT SYNDROME FOUN DATION | Whoshare knowledge, experience

and emotional support.
& RELATED CEREBELLAR DISORDERS The group offers a networking list,
newsletter and a biennial conference.
The Joubert Syndrome Foundation &
Related Cerebellar Disorders
plays an important role in educating
physicians and their support team and

in increasing public awareness.
e www.joubertsyndrome.org

Volume 18, Issue 1 Winter 2009 January, February, March

The faith to believe, the hope to dream, the love to see it through

2009 Membership Letter

Dear Friends and Family,

2009 promises to be an exciting, yet challenging, year for the Joubert Syndrome Foundation and Related Cerebellar Disor-
ders. We are all looking forward to the upcoming JSF&RCD Conference, which will be held in July 2009. The conference
committee has been very busy putting together a wonderful program! For more information about the events that are planned,
please check out the Joubert website at www.jsfrcd.org. We hope to see you all there!

Donations that are received by the Foundation are used to cover many expenses, such as those associated with hosting a con-
ference. As a result of the costs that are incurred, we have to look for other ways to reduce the expenses associated with run-
ning a Foundation.

The cost to print and mail The Rainbow newsletter 4 times each year is approximately $2,750. This does not include the
countless volunteer hours spent putting the newsletter together and getting it ready for mailing. In order to eliminate this ex-
pense, the JSF&RCD newsletter will continue to be produced 4 times a year; however, the newsletter will no longer be printed
and mailed to paid members. The newsletter, which is filled with stories about our children, questions and answers from
parents, research updates, and articles of interest, will be available on the JSF&RCD website (www.jsfrcd.org). We do
realize that there may be families or friends who do not have access to a computer. In those rare instances, we will have a lim-
ited number of newsletters printed that will be mailed to families upon request.

The Foundation has a number of board members, who have served the Foundation for many, many years, whose terms will
be expiring in July. We are looking for some dedicated volunteers interested in becoming more involved in the Foundation. If
you are interested in becoming a board member, or learning more about the Foundation, please contact one of the board mem-
bers.

Our Foundation is now in its 17" year! We will continue to focus on our goals of increasing participation in the Genetic
Alliance BioBank and other research studies; increasing awareness of Joubert Syndrome and Related Cerebellar Disorders
within our communities; enhancing our database; and improving our fundraising efforts. Our most important goal, however,
continues to be providing support to you, our families! We hope you join us as we strive to achieve these goals in 2009!

We need your financial support. Our minimum membership contribution for 2009 remains at $35.00 ($40.00 for families
outside the USA). Payment can be made by check or money order, credit card, or through Paypal at www.jsfrcd.org. If you
pay online, please remember to provide updated information for the areas listed on the membership application. Your member-
ship dues will help fund the JSF&RCD conference in July, as well as cover expenses for printing and mailing parent packets,
maintaining our information-packed website, and supporting the Genetic Alliance BioBank, and other research efforts.

This membership letter was mailed to all families and donors in our database. Please take a few moments to update your
family information. Please complete the membership application and return it with your membership payment to The Joubert
Syndrome Foundation and Related Cerebellar Disorders, c/o Janet Gundling, 8 Ash Road, Jackson, NJ 08527. If you are un-
able to make a payment due to a financial hardship, and would like to be a member of the Foundation, please send us your up-
dated information with a note that you’d like to remain a member. If you would like to be removed from the database, please
indicate that as well.

Your paid membership, active participation in fundraisers, donations, and volunteer hours continue to be necessary for our
Foundation’s survival. Thank you in advance for your continued support of the Joubert Syndrome Foundation. Best wishes to
all of you for a healthy and happy 2009! See you in July!
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Can You Help?
Helpful Hints
An opportunity for parents to share
problems that other parents can
respond to by sharing solutions. Send
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members.
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Send pictures & news of development
or therapies that help to the newsletter
editor.
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Michele Abdulaziz
Tel: 805-527-1007

Michii@allaboutjoey.com

SEND DONATIONS TO:
Janet Gundling, Treasurer
8 Ash Road
Jackson, NJ 08527
jjgund@aol.com

SEND Newsletter Articles to:
Janet & Joe Gundling
8 Ash Road Jackson, NJ 08527
Tel: 732-886-6379
Fax: 732-886-6140
jjgund@aol.com

This newsletter is funded entirely by private
contributions made by members and friends
of the Joubert Syndrome Foundation &
Related Cerebellar Disorders (“Foundation”).
The views expressed herein are the views
solely of the contributing writers, and do not
reflect the views of the donors or the Founda-
tion. The articles, announcements and
resources included in this newsletter are NOT
medical advice and should not be interpreted
as medical advice, but rather are provided for
information purposes only. Please always
consult your physician for medical advice.
The Foundation does not endorse or approve
any product, service, medical provider, ad-
vice, theory or any other information included
in this newsletter.

Regions and Coordinators

PACIFIC Region (AK, CA, HI, OR, WA)
MICHELE ABDULAZIZ, Simi Valley, CA « 805-527-1007 + michii@allaboutjoey.com
CAROLLEE KRAUT, Camas, WA « 360-254-7945

WESTERN Region (AZ, CO, ID, MT, NV, NM, OK, TX, UT, WY)
SCARLETT SMITH, Broken Arrow, OK « 918-355-5308
ALISON RICKERL, Houston, TX « 281-286-9820 « arickerl@hotmail.com
KELLY SEYMOUR, Bozeman, MT « 406-219-3520 < kelly.seymour@bresnan.net
CANDACE & MARK HUDSON, North Salt Lake, UT « cepark99@hotmail.com
or markanthony.07@hotmail.com

MID-WESTERN Region (IL, IN, IA, KS, MI, MN, MO, NE, ND, SD, WI)
SANDY BEVERLEY, Ingleside, IL « 847-587-5631 « mjbmail@core.com
JULIE SEBEST, Troy, Ml * 248-641-7762
MICHELLE MCMILLIN, South Elgin, IL « 847-841-7230 * jpmslave@yahoo.com

SOUTH EASTERN Region (AL, AR, FL, GA, LA, MS)
STEPHANIE FRAZER, Mandeville, LA « 985-727-9196  stephfraz1@bellsouth.net
ERA HALL, Savannah, GA « 912-233-9204 - erahall@comcast.net
MEGHAN COOK, Orlando, FL « 516-472-8774 + luvinmailifenow@aol.com

MID-EASTERN Region (DE, KY, MD, NC, OH, SC, TN, VA, WV)
LIZ MORGAN, Rockville, MD = 301-424-9202 « lizmorgan66@yahoo.com
NADINE PHILLIPS, Reynoldsburg, OH « 614-864-1362 » nadinephillips@wowway.com
WENDY & MARK DEMARZIO, Midlothian, VA = 804-639-2913 = wendydem@comcast.net
mdemarzio16@comcast.net

NORTH EASTERN Region (CT, ME, MA, NH, NJ, NY, PA, RI, VT)
SUSAN GOLDSTEIN, Voorhees, NJ « 856-753-7652
JANET GUNDLING, Jackson, NJ « 732-886-6379  jjgund@aol.com

AUSTRALIA
TRACEY STOTT, Redlynch, QLD + 61-7-40392387 - rtstott@bigpond.com
SUZANNE BLLIOTT, Newcastle NSW = 02-49715433 or 04-22192846 » suzannee@aapt.net.au

BRAZIL
GILBERTO & LUCIANE DORIGATTI, Vacaria Rs Brazil « 054-231-3945- gilbergatti@mko.com.br

CANADA: KAREN TOMPKINS, Essex, Ontario 519-776-5787 brainjuiceca@teksavvy.com

GERMANY: Gabriele Bruggehofe = 0049 6302 924377
ICELAND: THORHALLUR MAACK, Iceland « +354 897 0011 + thmaack@hive.is
ITALY: BRUNO ORIO, Italy « +39.031880188 « b_orio57@hotmail.com
ISREAL: AVIVA SHAUL, Hofit (972) 9-866 6561 + shaul-av@zahav.net.il

NEW ZEALAND
MICHELLE REID, New Zealand < 0064 03 5423225 « michelle.richard@xtra.co.nz

UNITED KINGDOM: FAITH DOUTHWAITE, W. Yorkshire « 01977 709173 - Faidid@aol.com

Below is a list of State Contacts within the USA. If you are interested in being a state
contact, please contact Michele Abdulaziz at michii@allaboutjoey.com

STATE CONTACTS

AL - Sue McGlynn Birmingham, AL 205-678-2278 - mcglynns@charter.net

AR - Nicole Ford Jacksonville, AR, 501 833-9217 - rford41@comcast.net

AZ - Cindy & Robert Schmitt, Anthem, AZ 623-444-7775 - rcschmitt@cox.net

CA - Michele Abdulaziz, Simi Valley, CA 805-527-1007 — Michii@allaboutjoey.com
CO - Samantha Waggett, Castle Rock, CO 720-519-0366—waggett@comcast.net
GA - Era Hall, Savannah, GA, 912-233-9204 — Erahall@comcast.net

IL - Sandy Beverley, Ingleside, IL, 847-587-5631 - mjbmail@core.com

(Continued on page 3)
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(Continued from page 2) State Contacts

Michelle McMillin, Elgin, IL, 847-888-3736 - jpmslave@yahoo.com
IN - Roni McMains, Greencastle, IN 765-653-2880 - rmcmains@depauw.edu
KS - Jennifer Juenemann, Oberlin, KS, 785-475-2600 -
gjjuenemann@kans.com
LA - Stephanie Frazer, Mandeville, LA, 985-727-9196 -
stephfraz1@bellsouth.net
MA - Denise Jones, Tewsbury, MA 978-851-7675 -
Denise.Jones@med.va.gov
MD - Liz Morgan, Rockville, MD, 301-424-9202 - lizmorgan66@yahoo.com
MI - Julie Sebest, Troy, MI, 248-641-7762 - jrsebest@yahoo.com
MN - Jackie Olson, Edina, MN 952-920-0664 - gandjolson@aol.com
NJ - Susan Goldstein, Voorhees, NJ, 856-753-7652 - Eaglefan68@aol.com
Janet Gundling, Jackson, NJ, 732-886-6379 — jjgund@aol.com
OH - Nadine Philips, Reynoldsburg, OH (614) 864-1362 -
nadinephillips@wowway.com
OK - Scarlet Smith, Broken Arrow, OK, 918-355-5308
Philisha Lowe, Midwest City, OK, 405-610-3617 —
rug5ratz@wmconnect.com
PA — Luise Reading, Lititz, PA, 717-626-4953 - RDGCLJ@aol.com
SD - Jamie Brandt, Sioux Falls, SD 605-941-0969 - jamiem005@aol.com
TX - Alison Rickerl, Houston, TX, 281-286-9820 - arickerl@hotmail.com
UT—Candace & Mark Hudson, North Salt Lake,UT, 801-682-9132
VA - Wendy and Mark DeMarzio, Chester, VA 804-530-9345 -
wendydem@comcast.net mdemarzio16@comcast.net
WA - Carollee Kraut, Camas, WA, 360-254-7945
WI - Amy Giesen, Kimberly, WI, 920-687-0428 - amy.giesen@thedacare.org

Scientific Advisory Board

B VAN 7A\ WA\ /A

A
2009 JSF&RCD Conference Information

e Birthplace of Aviation =

Ohio *USA.

REGISTRATION

Chair - To Be Announced!

+ John Carey, MD

Dept of Pediatrics

University of Utah Health Sc Ctr
50 N Medical Dr.

Salt Lake City, UT 84132

E-mail: John.Carey@hsc.utah.edu
+ Howard P Levy , MD PhD
Johns Hopkins Univ Dept Medicine
10753 Falls Rd, Ste 325
Baltimore MD 21093

Tel: (410) 583-2774

Fax: (410) 583-2883

E-mail: hlevy3@jhmi.edu

+ David B Flannery , MD
Medical Col Georgia

Dept Pediatrics, Sect Genetics
1120 15th St, BG 1071

Augusta GA 30912-3720

Tel: (706) 721-2809

Fax: (706) 721-5697

E-mail: dflanner@mail.mcg.edu
+ Eric Rosenthal, MS, PhD
Myriad Genetic Laboratories, Inc
320 Wakara Way

Salt Lake City, UT 84108
Phone (Work) 801-584-3054
Phone (Cell) 858-248-0987
E-mail: erosenth@myriad.com

Each conference attendee must register for the conference. Registration fees include: all workshops and
materials, individual consultations with scientists, and 2 meals daily (except for Wednesday).

The registration fees for the 2009 conference will be:
$300 — Adults
$0  -- Children, ages 3 and under
condition and/or infants will not be charged a registration fee.

HOTEL

$225 — Grandparents/Caregivers/Individuals with JS, ages 11+ $200 — Children, ages 4-11
*Individuals that will not be eating conference meals due to a medical

The JSF&RCD conference will be held July 15-18, 2009 in Cincinnati, OH, at the Sheraton Cincinnati North
Hotel. You can find out more about the hotel’s offerings at: www.sheraton.com/cincinnatinorth.

The confirmed room rate is $107/night (price does not include any local/state taxes) for 1 king or 2 double
beds, during the conference. This rate will be good for 3 days before/after the conference for those families that

would like to extend their stay.

To receive these special room rates, families must make their own room reservations by June 23, 2009.

MORE INFORMATION

Additional information--including presenters, presentation topics, hotel information, and registration forms--is

available on the JSF&RCD website under 2009 JSF&RCD conference.

We are looking forward to seeing everyone in Cincinnati this coming July!

The 2009 Conference Planning Committee
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The Joubert Syndrome Foundation & Related Cerebellar Disorders needs your help!

The Joubert Syndrome has been around since 1992 and has made tremendous progress over the years. We are at a point
in time where additional help is needed to keep the Foundation going. We are looking for volunteers to join the Board of
Directors, to become officers, to help on various committees, and to help raise money to support the Foundation going for-
ward.

Several Board positions will be opening up in July 2009. If you are interested, or would like to learn more about the re-
sponsibilities of board members, please contact us today. If you can spare a few hours a month, you are the right person for
the job!

Board of Directors: The role of a member of the JSF&RCD Board of Directors is to ensure that the JSF&RCD is operated in
a way that ensures progress towards the JSF&RCD’s goals, both short- and long-term, and that the organization is operated
in a responsible manner.

Responsibilities:
Approve an annual operating budget, including any funding and expenditure plans

Provide constructive criticism, advice, and comments on any and all aspects of the organization's operations
Participate in Board meetings via toll-free phone calls every other month (approx. 2 hours in length)
Chair/Co-chair a JSF&RCD committee

Submit monthly committee reports to the Board via email (or designate a committee member to do so)
Communicate with Board members and/or committee members via phone or email, as necessary

Assist with JSF&RCD projects, as necessary

Attend JSF&RCD Conferences and/or face-to-face board meetings

Help raise awareness of the JSF&RCD in your area

Officers: Officer positions within the JSF&RCD include: President, Vice President, Secretary, and Treasurer. Officers do
not have to be members of the Board of Directors.

Responsibilities:

Duties of each position are inherent to the office

Participate in Board meetings via toll-free phone calls every other month (approx. 2 hours in length)

Submit monthly reports to the Board via email

Communicate with Board members and/or committee members via phone or email, as necessary

Assist with JSF&RCD projects, as necessary

Attend JSF&RCD Conferences and/or face-to-face board meetings

Help raise awareness of the JSF&RCD in your area

Term Limits: two (2) years, to coincide with JSF&RCD biennial conferences

> * & o * & o * o

* & o * & o >

Committee Members: Committee members act as advisors to the JSF&RCD Board of Directors on various aspects of Foun-
dation business. There are no term limits for members. Current JSF&RCD committees and their primary responsibilities:

+ BioBank -- administration of the JSF&RCD BioBank, including sample collections and distribution

+ Conference — coordinate planning of the JSF&RCD family conferences, held every two years

+ Correspondence — compose and mail cards to donors, JSF&RCD membership and/or professionals as appropriate
(‘thinking of you’, sympathy, holiday, etc), assist with mass mailings to JSF&RCD membership

+ Finance - oversee day-to-day financial aspects, approve annual budget, monitor committee expenditures, prepare
charitable registrations, meet annually with accountant to prepare for tax return and audit

+ Fundraising — organize and manage JSF&RCD fundraising activities, explore new ways to raise money

+ Grants — apply to family foundations and major corporations for financial support/grants

+ Membership -- maintain and monitor JSF&RCD membership, mail family packets, coordinate Regional/State Con-
tacts

+ Scientific -- attend medical conferences, maintain Professional Advisor and Scientific Advisor lists

+ Technology — manage JSF&RCD database, website, publication of documents, conference DVD

+ Newsletter— prepare the quarterly JSF&RCD newsletter

Responsibilities:
+ Work and communicate with other committee members via phone or email, as necessary

+ Participate in committee meetings via toll-free phone calls, as necessary
+ Submit monthly committee reports to Board of Directors
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How to Cook a Turkey

paraphrased from an article by Lori Miller Fox

Parents of children with special needs are all too aware of differences. Because of this, they get especially tired of being asked to keep
up with other people's expectations. Finding the time or the patience to entertain for holidays, for example, is one luxury they can't
always afford; however, many choose to spend their time in just this way — and they deserve to be applauded. So, to all the parents of
special needs kids reading this, spend the holidays (heck, spend every day) in a way that is right for you and your family. If you want
to entertain, do so — your way. Whether you go out, cook, or carry in, always bring laughter to the table.

Some turkey-cooking methods—

*How an unfit school nurse cooks a turkey — Says it doesn't look right and sends it home.

*How closed-minded case managers cook turkeys — Get everyone together in a big room, ask for everyone's opinion, and then cook it
the way they planned to all along.

*How an uncooperative Special Education Director cooks a turkey — Argues with you that you don't need a turkey.

*How a lazy teacher cooks a turkey — Leaves it raw and hopes, when it’s covered with enough gravy, no one will notice.

*How a hostile teacher cooks a turkey — turns the heat up too high until it melts down, then, throws it out.

*How a school bus driver cooks a turkey — Starts late, goes too fast, and then loses it in the oven.

*How an unqualified school occupational therapist cooks a turkey — Doesn't cook the whole turkey, just cooks the wings.

*How an incompetent school psychologist cooks a turkey — Says it does not lend itself to cooking, and then blames it on the bird.
*How disinterested general education providers cook a turkey — Cook a ham, they do not know how to cook a turkey and it is not
their job to learn how to cook a turkey.

*How aloof Superintendents cook a turkey — Have it catered, because they don’t want to get their hands dirty.

*How an inadequate school speech therapist cooks a turkey — Doesn't care what it tastes like, as long as it's swallowed.

*How aides cook a turkey — Make sure that the turkey does not irritate the teachers, staff, or other students while it's cooking.

*How inept school Physical Therapists cook a turkey — They don’t. They just can't get their minds off why it doesn't have good head
control.

*How an inferior transition coordinator cooks a turkey — Why bother? The side dishes are good enough.

*How a reluctant tech team cooks a turkey — It never gets started. They're still evaluating which is the most effective way, gas or elec-
tric.

*How a good teacher cooks a turkey — Cuts it up into bite-size pieces and cooks them separately to each child's individual taste.
*How parents of special needs children cook a turkey — Cook a turkey? Yeah, like they have that kind of time! (And hats off to all of
you who find the time to do just that.)

Happy Holidays to all (whatever you celebrate!), especially to the caring, knowledgeable providers who are complete opposites of
those described above.

FYI...free websites...

Introducing www.DisabilityScoop.com, the premier source for developmental disability news.
Whether you have a disability or you know or care for someone who does, DisabilityScoop.com
is your one-stop source for reliable, unbiased news and information.

At DisabilityScoop.com, you will find:

+ News stories that affect your everyday life, packed with useful information and tips. Full coverage of educa-
tion, health, law, life and money issues directly facing the developmental disability community.

+ A place to communicate and share with the millions just like you across the country who have or are im-
pacted by developmental disabilities.

+ Resources just for you, like how to find an attorney, school or therapist in your area.

www.transitiontocollege.net is an interesting website which addresses students with intellec-
tual disabilities and college.
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Getting to Know You and Family Updates

Raphael, 1 year old, Paris France

Raphael was born on 22/02/08 in Paris (France), which is where we live. He has been
diagnosed with a syndrome related to the Joubert Syndrome, the Cogan - Type II, Ocu-
lormotor Apraxia (OMA) syndrome. He is astigmatic and long-sighted and therefore is
wearing glasses. His kidneys, liver and retina have been checked and are fine. We did
genetic testing in January and are waiting for the results.
As of today, Raphael can sit but he cannot move by himself or sit by himself. He has no a o
problem in terms of motor functions related to his hands (he has his own way of holding | f
a pen but can draw lines on a piece of paper, he can put cubes in a box etc.). He " 1
started saying a few words (four words exactly). He can clap his hands, wave goodbye, = F’F
e
| SN,

-

o -

send kisses...

In terms of therapy, he started physical therapy (twice a week) in January, and end of
March a third session per week will be added. Raphael is also seeing an orthoptist once a month to work on his
oculomotor problems. In addition we started the Vojta method mid-January (we had two meetings) but | am not
sure whether or not we will apply this method. We are also giving Raphael Omega-3 (EPA mainly).

Raphael goes to daycare center while we're at work. He loves going there and being with other kids. He is a very
sweet boy, happy all the time (or almost), very curious, who loves books and enjoys playing a lot.

Congratulations to the Goldstein's, New Jersey

We would like to announce the new addition to our family as of an hour ago. YES,
we have a newborn girl named Jessica Rose Goldstein, born Dec 20th 19 1/2
inches, 7 Ibs.

Sue was in Target about 1:00 when the adoption agency called and said that a
woman has given birth and could not keep the baby. She did not want to even see it
and asked for it to be placed in a good home. The social worker at the hospital
called the adoption agency who immediate thought of us, being we have waited 3
years. They just brought her over. We have not told any family members yet as we
are already going to a family dinner in a few minutes and will walk in late with our
new holiday gift. This is the best gift we could have gotten for these holidays.

Dave & Sue

AND BIG BROTHERS JOSHUA & RYAN

Christopher Frazer, 16,
Louisiana, enjoys shopping for
a new game for his Wiil!!
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FUTURE PREPPING YOUR CHILD
By Dan Coulter

Live in the moment. Prepare for the future. Two good pieces of advice.
Success and happiness require a bit of both.

Balancing the present and future is hard enough for parents, but it can be even harder for our children
who have Asperger Syndrome or similar conditions. Many are firmly anchored in the "live in the mo-
ment" camp. But ready or not, the future is coming.

| got to thinking about this when my wife, Julie, told me about her day at a high school college fair. She
stood at table among a roomful of other representatives ready to explain the virtues of her alma mater to
students. After each discussion, the students were supposed to get the representative's signature on a
card. | suppose this was to ensure that students didn't just use the event as an excuse to cut class.

Some students in the room were interested and engaged the college reps with questions about the cur-
riculums and campuses and their futures. Others spent their time hanging around talking with their
friends and pretty much ignoring the representatives. Except to occasionally dart to a table, extend an
arm and ask, "Would you sign my card?"

Interested in the future vs. living in the moment. In an increasingly tough, global job market, who's on
track for a happy, successful life?

But preparing for the future doesn't mean you can't enjoy yourself now.

The magic formula is merging the two concepts to get our children so fired up about a subject that they
use it to shape their futures. Many of our offspring have a head start. | can't even count the children on
the autism spectrum I've met who are passionate about a special interest.

Sure, | hear you say, but how do | convert my son's obsession with Japanese Anime or my daughter's
passion about weather into a career?

First, do some research about your son or daughter's interest. Contact people in a related business and
find out what jobs exist in that field. Then, take your child to meet some of those people. You don't
have to limit your aspirations to an existing job. Assess your child's skills and ask the people you're
meeting with if an employer might craft a new job around those skills. Your weather-obsessed child may
not be cut out to be an on-camera weather reporter, but might excel at building the computer models
used in forecasting. If the skills your child has -- and wants to attain -- have value, you've got a shot. (If
your child doesn't display a particular interest, perhaps your school could administer an aptitude test that
could help you get the ball rolling.)

Your local community college also could be of help. Many have career programs and contacts with
businesses you could use as resources. Or you could get in touch with your local chamber of com-
merce. Arranging a visit with a local artist or weather reporter could have a tremendous impact on even
a young child. Set up these meetings with as many different people as possible. Discovering what your
child doesn't want to do can be just as important as finding what he does. Remember, you're not work-
ing to absolutely determine your child's path. You're exposing him to possibilities and seeing what
catches his imagination.

My son, Drew, has Asperger Syndrome. His special interests have changed over the years. When he
was little, he was enthralled by Star Wars and Greek mythology. Later, he became fascinated with
Japanese anime. But he's also interested in math and loves working with spreadsheets. At this point,
he's hedging his bets, getting training in accounting so he can support himself while he finishes writing a
book.

After getting a B.A. in creative writing, Drew went back to college for an accounting degree after we in-
troduced him to an accountant and let him see what a job in that field would be like. And after he took a
basic online accounting course to make doubly sure.

(Continued on page 8)
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(Continued from page 7) Future Prepping Your Child

Business people often appreciate others who take the initiative. You may be surprised at the number
of people who would be willing to talk with a student about their jobs. Especially if the student is ex-
cited about the visit. Some of these visits could even result in a part-time job or internship where your
child can learn important job-related social skills.

Unemployment is especially high among people with Asperger Syndrome, not because they don't have
the skills to do a job, but because they have difficulty interacting with supervisors and co-workers. Out-
standing job skills and a base level of social skills can be a winning combination for someone with As-
perger Syndrome.

A part-time job in high school can help your child learn crucial workplace lessons that could make the
difference in keeping a full time job later on. If it's too much to deal with a job after school hours, con-
sider a summer job. But try as hard as you can to find something related to your child's interests.

Consider how your child reacts when asked to do something that doesn't appeal to him. Compare that
to how animated he can be when urging you to let him do something he loves. | just know that when
my son is not interested in something, working on it can be like a long hike in ill-fitting boots. When he
is interested, he's winged Mercury.

Here's hoping you can link your child's passion to a career that makes preparing for the future one of
the most fun things he can do with his moments.

He might just land a job ahead of the typically developing kids who spend their living-in-the-moment
time hanging out instead of talking to representatives at a college fair.

Now wouldn't that be something?

Dan Coulter is the producer of the videos, "Asperger Syndrome: Transition to College and Work" and
"Asperger Syndrome: Transition to Work." You can read more articles on his website at:
www.coultervideo.com.

Copyright 2008 Dan Coulter  All Rights Reserved. Used by Permission.

Categories of Disability under IDEA Law
There are 14 specific primary terms included in IDEA under the lead definition of "child with a disability." These
federal terms and definitions guide how States define disability and who is eligible for a free appropriate public
education under special education law. The definitions of these specific terms from the IDEA regulations are
shown beneath each term listed below. Note, in order to fully meet the definition (and eligibility for special educa-
tion and related services) as a "child with a disability," a child's educational performance must be adversely af-
fected due to the disability.

(Check out NICHCY’s website for more information).

1. Autism... ... means a developmental disability significantly affecting verbal and nonverbal communication and
social interaction, generally evident before age three, that adversely affects educational performance. Character-
istics often associated with autism are engaging in repetitive activities and stereotyped movements, resistance to
changes in daily routines or the environment, and unusual responses to sensory experiences. The term autism
does not apply if the child's educational performance is adversely affected primarily because the child has emo-
tional disturbance, as defined in #5 below.

A child who shows the characteristics of autism after age 3 could be diagnosed as having autism if the criteria
above are satisfied.

2. Deaf-Blindness... ... means concomitant [simultaneous] hearing and visual impairments, the combination of
which causes such severe communication and other developmental and educational needs that they cannot be
accommodated in special education programs solely for children with deafness or children with blindness.

3. Deafness......means a hearing impairment so severe that a child is impaired in processing linguistic informa-
tion through hearing, with or without amplification, that adversely affects a child's educational performance.

4. Developmental Delay......for children from birth to age three (under IDEA Part C) and children from ages

three through nine (under IDEA Part B), the term developmental delay, as defined by each State, means a delay
(Continued on page 9)

Page 8 The Joubert Syndrome Foundation & Related Cerebellar Disorders Winter 2009




(Continued from page 8) Categories of Disabilities

in one or more of the following areas: physical development; cognitive development; communication; social or
emotional development; or adaptive [behavioral] development.

5. Emotional Disturbance......means a condition exhibiting one or more of the following characteristics over a
long period of time and to a marked degree that adversely affects a child's educational performance:

(a) An inability to learn that cannot be explained by intellectual, sensory, or health factors.

(b) An inability to build or maintain satisfactory interpersonal relationships with peers and teachers.

(c) Inappropriate types of behavior or feelings under normal circumstances.

(d) A general pervasive mood of unhappiness or depression.

(e) A tendency to develop physical symptoms or fears associated with personal or school problems.

The term includes schizophrenia. The term does not apply to children who are socially maladjusted, unless it is
determined that they have an emotional disturbance.

6. Hearing Impairment......means an impairment in hearing, whether permanent or fluctuating, that adversely af-
fects a child’s educational performance but is not included under the definition of “deafness.”

7. Mental Retardation......means significantly subaverage general intellectual functioning, existing concurrently [at
the same time] with deficits in adaptive behavior and manifested during the developmental period, that adversely
affects a child’s educational performance.

(Note: Mental Retardation is the term found in the law since passage of the original legislation in 1975. In 2008, the
American Association on Intellectual and Developmental Disabilities (AAIDD) (formerly the American Association
on Mental Retardation, AAMR) and members of the community recommended use of the term Intellectual Disabil-
ity. For changes in language to be made in the regulations, Congress must first change it in the legislation. Until
such action occurs, we provide the existing language from IDEA.)

8. Multiple Disabilities......means concomitant [simultaneous] impairments (such as mental retardation-blindness,
mental retardation-orthopedic impairment, etc.), the combination of which causes such severe educational needs
that they cannot be accommodated in a special education program solely for one of the impairments. The term
does not include deaf-blindness.

9. Orthopedic Impairment......means a severe orthopedic impairment that adversely affects a child’s educational
performance. The term includes impairments caused by a congenital anomaly (e.g. clubfoot, absence of some
member, etc.), impairments caused by disease (e.g. poliomyelitis, bone tuberculosis, etc.), and impairments from
other causes (e.g., cerebral palsy, amputations, and fractures or burns that cause contractures).

10. Other Health Impairment......means having limited strength, vitality, or alertness, including a heightened alert-
ness to environmental stimuli, that results in limited alertness with respect to the educational environment, that—
(a) is due to chronic or acute health problems such as asthma, attention deficit disorder or attention deficit hyper-
activity disorder, diabetes, epilepsy, a heart condition, hemophilia, lead poisoning, leukemia, nepbhritis, rheumatic
fever, sickle cell anemia, and Tourette syndrome; and

(b) adversely affects a child’s educational performance.

11. Specific Learning Disability......means a disorder in one or more of the basic psychological processes in-
volved in understanding or in using language, spoken or written, that may manifest itself in an imperfect ability to
listen, think, speak, read, write, spell, or to do mathematical calculations. The term includes such conditions as
perceptual disabilities, brain injury, minimal brain dysfunction, dyslexia, and developmental aphasia. The term
does not include learning problems that are primarily the result of visual, hearing, or motor disabilities; of mental
retardation; of emotional disturbance; or of environmental, cultural, or economic disadvantage.

12. Speech or Language Impairment......means a communication disorder such as stuttering, impaired articula-
tion, a language impairment, or a voice impairment that adversely affects a child’s educational performance.

13. Traumatic Brain Injury......means an acquired injury to the brain caused by an external physical force, result-
ing in total or partial functional disability or psychosocial impairment, or both, that adversely affects a child's educa-
tional performance. The term applies to open or closed head injuries resulting in impairments in one or more ar-
eas, such as cognition; language; memory; attention; reasoning; abstract thinking; judgment; problem-solving; sen-
sory, perceptual, and motor abilities; psychosocial behavior; physical functions; information processing; and
speech. The term does not include brain injuries that are congenital or degenerative, or brain injuries induced by
birth trauma.

14. Visual Impairment Including Blindness......means an impairment in vision that, even with correction, ad-
versely affects a child’s educational performance. The term includes both partial sight and blindness.

Contact NICHCY, P.O. Box 1492 Washington, DC 20013 Tel: (800) 695-0285 Fax: (202) 884-8441
nichcy@aed.org
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Raise Money for JSF—

Here's How You Can Help!

®

REMINDER: ONLINE SHOPPING

clude Toys-R-Us, Amazon, Dell, Barnes & N

Shop online. Support the JSF&RCD. Designate the Joubert Syndrome Foundation as the charity you’d like to
help. Part of your purchase goes to our Foundation. After you have chosen JSF on the website, it should ap-
pear somewhere on the screen before you place your order. Check out: www.igive.com. Retailers may in-

oble, Harry & David, JC Penny, and 1800 Flowers. Send gifts to

family and friends that live out of state directly from the online shopping sites. These sites are here year

round. Don’t forget birthdays, thank you’s, or “thinking of

you” gifts.  Happy shopping, and thanks for your support!

MORE SHOPPING REMINDERS!! With a Club Card from Safeway, Genuardis, Tom Thumb, Randalls, Dominicks,
Carrs Pavilions or Vons, , you can help our Foundation! Go to www.escrip.com, sign up, locate Joubert Syndrome Founda-
tion and indicate JSF as your charity. Type in your club card number. That’s it!! Every time you shop at these stores and
swipe your club member card, part of your sale goes back to the JSF&RCD. Take a look at the participating merchant list
on the website. With these merchants, you list either the credit card or ATM card that you use and part of the sale goes to

JSF&RCD. Payless Shoes is one of the many merchants that participates in this program.
If you purchase shoes from Payless, why not have part of the sale go to a very good cause?! Thanks!!

Albertson's Community Partners: If you have an
Albertson’s/ Sav-on Preferred savings card you can
have the Community Partners for the JSF & RCD at-
tached to it. Take your Preferred savings card and the
Community Partners card for the Foundation to any
Albertson’s or Sav-on and they can combine the two.
You can also link the two via www.albertsons.com.
Click on the Community Partners logo link. Once you
log in, click on sign me up. The number of the JSF &
RCD Community Partners is Joubert Syndrome Foun-
dation ID# 49000123408. If you would like a Commu-
nity Partners card please contact Michele at Mi-
chii@allaboutjoey.com or 805-527-1007. Thanks to
your participation, the JSF&RCD has received
over $3,000 since May 2002!

United Way: If you are a
non-Federal employee, you
can select the Joubert Syn-
drome Foundation to be the
recipient of your donations.
Our ID #is 216294. If you
are a Federal Employee,
our CFC #is 2519. Also,
many companies have em-
ployee/employer matching
programs. Why not find
out what your company
does to support non-profit

organizations? Thanks!

EBAY?

You can help out the
JSF&RCD by shopping or
selling on EBAY. When
you list your items to be
sold, you can indicate a
portion of the sale to go to
JSF&RCD. For more in-
formation on how to do
this, go to http://
www.missionfish.org/
ForSellers/forsellers.jsp
Thank you!!

A simple bequest can change lives

It’s easy to make a bequest—a gift that
lives after you. Simply remember the
JSF&RCD with a statement in your will
or trust.

Your bequest in your will provides a
legacy of your concern for children with
JSF&RCD and their families. 1t will
support the JSF&RCD as we strive to
make a difference in the lives of fami-
lies touched by JSF&RCD.

The JSF&RCD is registered as a 501¢3
nonprofit corporation in many states.

The JSF&RCD is in our 17" year! Thanks

%r\‘-\ to your participation and support, Joubert

%\, Syndrome is more quickly diagnosed in chil-

[.t, (. dren and adults. Word is getting out there!

Your efforts, and the hard work of our Foun-
dation, continue to spread the word about Joubert Syn-
drome.

The JSF could not exist without each and every mem-
ber, and your families and friends. We are asking for the
continued support of all of your families and friends to
help us with the JSF’s Annual Rainbow Letter Fund-
raiser.

The “Rainbow Letter” presents a brief history of our
Foundation, and our progress over the years. Please
share the letter with your family, friends and others you
meet who would like to support our Foundation.

The Rainbow letter can be printed from the Founda-

tion’s website at www.jsf&rcd.org under the “How you can
help” section.

Thank you for your continued support!
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JOUBERT SYNDROME FOUNDATION and RELATED CEREBELLAR DISORDERS

PUBLICATIONS

«iiwe | Shannadoah by Shelley Boulet
# [$15USD ($19 USD, outside US)

A journey of discovery about Dandy Walker, Joubert Syndrome, helpful resources and more. This book is
written by a mother of 2 children that were diagnosed with Dandy Walker and then later diagnosed with
Joubert Syndrome.

LS Purple Stew by Karen Tompkins
' Originally $22 - reduced price $15 USD (Originally $26— reduced price $19 USD, outside US). Reduced price
due to slightly damaged cover.

A great book for parents with a newly diagnosed child, Purple Stew shares the trials, tribulations, experiences,
joys and sorrows from families who are raising children with Joubert Syndrome.

| From My Home to Yours: Family and Friends Cookbook
$12 USD ($15 USD, outside of US)

This cookbook is filled with favorite recipes of Joubert Syndrome families from all around the world. Makes a
great gift!

CONFERENCE VIDEQOS

Conference videos include opening and closing ceremonies and all presenter and researcher information
sessions. 2006 Conference DVD 8 DVD set $35 USD ($40 USD, outside of US)

Please inquire about conference videos from prior years (1993, 1994, 1996, 1998, 2000, 2002, 2004).

. JSF&RCD MERCHANDISE
ﬁ JSF&RCD Awareness Wristbands ONLY a few LEFT!!

$2.50 each ($3-4 S&H will be charged per order for this item only - regardless of quantity)
Multi-color swirled silicone bracelet is imprinted with “*JSF&RCD” and the words “Faith, Hope, Love”. In-

cluded on the inside of the wristband is the JSF&RCD web address. Looks great with any ouffit!

JSF&RCD T-shirts Limited sizes available.
$13 for youth sizes, $18-21 for adult sizes

100% white cotton t-shirts have the JSF&RCD logo silk screened across the chest. Available in youth
and adult sizes.

JSF&RCD Car Magnet
$10 each ($4 S&H for 1-25 magnets)

Colorful magnets to display on your car to help spread the word about Joubert Syndrome.

All prices include tax. Shipping/handling fees extra for wristbands and magnets.
Please use order form inserted in this newsletter. Thank you!
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Next newsletter deadline

R

2009

Michele Abdulaziz, President

Era Hall Luise Reading Eric Rosenthal

BOARD of DIRECTORS of The Joubert Syndrome Foundation & Related Cerebellar Disorders

Janet Gundling, Treasurer

* Denotes Co-Founder
William Hine , Secretary
Nadine Phillips Alison Ender

Past President: Cheryl Duquette*

PROFESSIONAL ADVISORS

Latif Hamed, MD, FACS

Florida Eye Specialist Institute

3230 SW 33rd Road, Suite 202, Ocala, FL 34474
352-237-0090 FAX: 352-237-0052

Call with questions regarding the eyes

Natalie Zozzaro, MS PT

Ladacin Network

1100 Airport Road, Lakewood, NJ 08701
0:732-905-7200
natalie.zozzaro@ladacin.org

Call with g re: Physical therapy

MaryAnn Trott, MA

1621 Richmond, NE, Albuquerque, NM 87106
W: 505-298-6752 ext 3427 H: 505-266-2632
prefers calls at home

wmtrott@comcast.net or trott@aps.edu

Call with g re: special education & sensory
processing and how it affects learning & behavior

Grant T. Liu, MD

Professor of Neurology & Ophthalmology

Division of Neuro-ophthalmology Department of Neurology
University of Pennsylvania Medical Center

3 West Gates Bldg., 3400 Spruce Street

Philadelphia, PA 19104-4283

215-349-8460 Fax 215-349-5579 Website: www.upno.org
Dr. Liu also sees patients at CHOP

(215-590-2791 www.chop.edu)

Eugen Boltshauser, MD

Department of Neurology

Children’s Hospital

Steinwiesstrasse 75, CH-8032 Zurich Switzerland
0041-44-266-7330 (7111) Fax 0041-44-266-7163
eugen.boltshauser@kispi.unizh.ch

Call with g if you are outside the USA.

Bernard Maria, MD, MBA
Jeffrey Edwin Gilliam Chair and Professor of
Pediatrics and Neurosciences

Exec Dir, Charles P. Darby Children’s Research Inst.

Medical University of South Carolina

173 Ashley Avenue, Suite 409, PO Box 250514
Charleston, SC 29425

843-792-7715 mariabl@musc.edu

Call with questions regarding research & clinical
manifestations

Sandra McNiff, M.S.Sp., CCC-SLP

Email mecniffsandra@hotmail.com

Send email with questions about AAC intervention.
Reference AAC or Joubert.

Diane Lewis, MA, CCC/SLP

Children’s Innovative Therapy Group, LLC
5109 Battery Lane, Bethesda, MD 20814
301-652-2220 FAX: 301-652-9555
dianelewisces@aol.com

Call with g re: speech - language pathology

Note: All Professional Advisors are available to parents, educators and the medical community to answer
questions about JS, its management and ongoing research studies.




JOUBERT SYNDROME FOUNDATION and RELATED CEREBELLAR DISORDERS
ORDER FORM

Name:

Address:

City:

State:

Country:

Telephone:

Email:

Prices are in USD, and include shipping and handling (except wristband/magnet orders).

Zip code:

Quantity Size Description Price (each) Total

Shannadoah by Shelley Boulet $15 ($19 international)
Purple Stew by Karen Tompkins $15 ($19 international)
From My Home to Yours Cookbook $12 ($15 international)
2006 Conference DVD 8 DVD set $35 ($40 international)
Please inquire about conference videos from:
1993, 1994, 1996, 1998, 2000, 2002, 2004
JSF&RCD Car Magnet NEW!! $10 (+ $4 S&H for

1-25 magnets)
JSF&RCD Awareness Wristbands $2.50 (+ $3 S&H -
(only a few left) ($4 international)
JSF&RCD T-shirt: Youth Sizes XS, S, M, L $13 ($15 international)
JSF&RCD T-shirt: Adult Sizes M, L, XL $18 ($20 international)
JSF&RCD T-shirt: Adult XXL $21 ($23 international)
Please indicate size for t-shirts. Subtotal
Limited sizes available. **S&H (magnets &

wristbands

Total
Payment method: Cash Check/Money Order Credit Card

VISA or MasterCard Card Number:

Cardholder's Name:

Please send your order form and payment to:
C/O Janet Gundling

Signature:

JSF&RCD

Expiration Date:

8 Ash Road Jackson, NJ 08527 USA




