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Parents and Researchers Interested in Smith-Magenis Syndrome




Mission Statement:

PRISMS is dedicated to
providing information and
support to families of persons
with Smith-Magenis Syndrome
(SMS), and fostering
partnerships with professionals

to increase awareness and
understanding of SMS.
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Happy Birthday to Us!!

This 20" birthday made me think of the many people whose efforts have
improved the lives of people with SMS.

Everything we now know about Smith-Magenis Syndrome...the
characteristics and the treatments...came from a huge amount of work by
researchers with help and cooperation from our families and our children.
For years, the PRISMS Professional Advisory Board (PAB) has served
PRISMS without compensation for their time, sharing information with
parents and each other to increase our understanding of this rare
syndrome. Even before PRISMS existed, a small group of researchers
was already collaborating and studying SMS. In those early days, a few
researchers began to share information and ideas with each other. Those
researchers included Ann C.M. Smith, Dr. Ellen Magenis, Brenda
Finucane, Barbara Haas-Givler, Dr. Frank Greenberg, Dr. James Lupski
and Dr. Lorraine Potocki. Then the next steps began towards making
PRISMS a reality, with collaboration between researchers Ann Smith and
Brenda Finucane, and Maggie and Scott Miller, parents of a child with
SMS.

One of the worst things about coping with any rare diagnosis is feeling
alone. If you’re like me, no one in your family, actually no one you know,
has ever even heard of SMS, and they sure don’t know anything about it.
That’s why it's so important to be a part of PRISMS. Let us be your “SMS
family.” We can connect you to others who understand, and keep you
informed with all of the latest and best information about Smith-Magenis
Syndrome. And we can laugh together about the cute, funny things our
kids say and do.

PRISMS can help you, and you can help PRISMS. Some of the most
practical help available comes from other parents. Volunteer parents write
articles, speak at our conferences, post on the PRISMS Facebook page,
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“PRISMS is like our home base. We
check in with PRISMS quite a bit for
new updates and events, & love to

read the characteristics & help for

teachers. It keeps me grounded &
refreshes my mind when the behaviors
get bad.”

raise money, help plan events, participate in research and comfort other
families.

Raising a child with SMS can be an overwhelming task. You may not
have any energy left over to give, but please do what you can to support
your organization. One thing that really helps to support PRISMS is to
pay your membership dues each year. The dues are only $35 per year
and help to sustain a variety of programs. You can renew your
membership online directly on the PRISMS website, or you can print out
the form and send it in the mail. Working together, we can support each
other, help the newly diagnosed families, and raise awareness of SMS.

We have a little group of families here in Dallas where we live. We met
them when they joined PRISMS. We’ve shared many fun outings with the
understanding that, as one of the invitations stated, “We’ll party until the
first child melts down.” Now that’s my kind of party, one where everybody
“gets it!”

PRISMS has been committed to supporting and connecting families, but
also to providing the most accurate and up-to-date information on this
syndrome. This year, many of you were sharing “SMS facts” on the
Internet for SMS Awareness Day. Thank you. It's so important to share
correct information. Please continue to share; but we also have a
request...point people back to the original source of the information. Our
Professional Advisory Board and dedicated researchers have devoted a
tremendous amount of their professional careers to the research of SMS
so they may provide us with more tools to help our children. We update
the PRISMS website regularly with the latest research papers, authored by
these researchers. Keep spreading the news, and at the end of your facts,
cite the author’'s name or the website where it is published so the readers
know where to go to learn more.

| look forward to seeing everyone at our 2014 conference in St. Louis.
Together we are making a difference!

Warm regards,

Randy Beall

PRISMS, President
Father to Laura, age 27, with SMS

Behind the scenes work 1s on-going, with the
Board of Directors meeting via teleconference

monthly, and face-to-face two times a year.
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PRISM) Proiessional Advisory Board

(PAB)

PRISMS’ ten-member Professional Advisory
Board (PAB) serves to advise the Board of
Directors on medical, scientific, educational
and therapeutic matters and to assist in the
education and research activities of the
organization. An internationally recognized
group of basic scientists, educators and
clinicians with expertise in SMS, the PAB
assists in the development of accurate and
effective informational and promotional
materials, and writes and edits articles for
the Spectrum newsletter, the PRISMS
website and other publications. The PAB is
focused toward the dissemination of
accurate medical information regarding
diagnosis, management and genetic
counseling. Members of the PAB respond to
inquiries directly from families, caregivers,
educators and healthcare providers, give
presentations and provide consultations at
the PRISMS conference, and provide
comprehensive support to the broader
community via the Smith-Magenis Syndrome
GeneReviews. In 2012, the PAB
collaborated to update the SMS
GeneReviews:

http://www.ncbi.nlm.nih.gov/books/
NBK1310/

During 2012, SMS research enhanced our
knowledge and understanding of the
molecular changes affecting sleep
disturbance, detailed the breadth of
neurosensory issues in children with SMS,
investigated the sibling relationships in

families with typically developing children
and children with SMS, and contributed to
our understanding of the function of RA/1,
the critical gene in Smith-Magenis
Syndrome. Current studies on eating
behaviors, neuronal stem cell
characterization, and the cellular function of
RAI1 are in process by scientists around the
world and will further enhance our
understanding of this complex disorder.

The PAB and the PRISMS Board of
Directors also came together in 2012 to
support the creation of an SMS Biobank in
collaboration with Coriell Cell Repositories,
an NIH funded entity that collects and stores
DNA and cell lines for use in research of
both rare and common disorders. The
PRISMS community came out in strong
support of this endeavor at the PRISMS
conference in Denver, CO, contributing more
than 45 blood and skin samples for cell lines
generation. These cell lines will provide
much needed support for ongoing and future
research studies to improve our
understanding of SMS.

Funding of both novel and ongoing research
endeavors is critical for improved support for
families, caregivers, educators and
healthcare providers caring with anyone with
Smith-Magenis Syndrome. Only through
research can education, treatment and
management of SMS be improved. The
PAB strives to bring the most current
information to the members of PRISMS.

SAVE THE DATE for the 8th INTERNATIONAL

PRISMS CONFERENCE

"BUILDING BRIDGES OF HOPE"
When: Thursday, July 31, 2014 — Sunday, August 3, 2014
Where: The Hilton St. Louis at the Ballpark, St. Louis, MO

Please start making your plans to attend the conference. Families and researchers from around the
globe will be in attendance and we will spend a few days together learning about new research and
interventions regarding Smith-Magenis Syndrome. Attendees will also have the opportunity to
spend time in a caring and supportive environment, and sharing special time together. The city of
St. Louis has many historical and family-friendly sights within walking distance, and the conference
hotel is set amidst the backdrop of the famous Gateway Arch.
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Financing 2

PRISMS financial goals include funding its continuing
program services, supporting research opportunities and
preparing for the 2014 conference. Membership
contributions, product sales and fundraisers are all
important components of our strategy to fulfill these goals.
Thanks to the substantial support of our members, 2012
can be described as a resounding financial success for
PRISMS and its members. Membership support for the
conference in the form of over $31,000 in conference
sponsorships and several fundraisers initiated by members
combined with tight management of expenses resulted in
PRISMS realizing an increase in assets in 2012. Thisis a
reversal of prior conference years where the organization
would run a deficit. In last year’'s Annual Report the Board
noted it was expected that PRISMS would draw down its
assets by $100,000 to fund the conference but when the
year was over assets actually increased by over $40,000.
With the next conference less that two years away instead
of three (as was the case with the 2012 conference)
PRISMS is in an outstanding financial position to fund our
next event and expand its support of SMS research.

In 2012, PRISMS total contributions including conference
sponsorships increased by over 250% versus 2011 to over
$120,000. Total membership fees increased in 2012 by
over 150% which is consistent with a conference year as
members re-engaged with the organization. Advance
planning for the 2014 conference has already started and
PRISMS expects to start to incur conference costs in 2013.
Overall, 89% of total expenditures in 2012 were devoted to
program expenses and the 2012 conference.

PRISMS remains committed to supporting its membership
through its programs and supporting research. It is through
the hard work of our dedicated membership that this goal is
realized.

2011

Conference -

2012
$ 48,760
Grants $ 4,000
$ 48,252 |$ 122,252
Membership Fees $ 6914|$ 10,895
733
Fundraising $ 3.714|$ 16,081

$ 60,121]$ 202,721

Support and Revenue

Contributions

Interest Income $  1,2411($

2011
Conference and Research $ 12,492

$ 20,573|$ 18,450
Management and General $ 11,749|$ 12,405
$ 2615($ 4.059
$ 47,429|$ 155,475

2012

Programs

Fundraising

2011 2012

$ 31,448|% 40,711
$232,180| $ 277,252

$ 247,376 | $ 288,087

Increase (Decrease) in Total Assets

Ending Cash

Ending Total Assets
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supporting PRISMS

2012 was a successful year for PRISMS fundraising! SMS
families from across the country held events in their local areas
to raise money for PRISMS as well as awareness for Smith-
Magenis Syndrome.

Students from Dayton High School in Kentucky assisted Jean
Weil and Sherri Chan with the 3™ Annual Nickels for Nicco
Corn Hole Tournament. Jeremy and Sylvia Farber went
“Bowling for SMS” at their Texas bowling alley...on SMS
Awareness Day. Todd and Heidi Carpenter held a successful
fundraiser in Michigan with the Moose Lodge. Bill and Monica
Mason hosted a golf outing in Cochranville, Pennsylvania.
Charlie and Tina McGrevy hosted the 6" Annual Buck Creek
5K in Ohio. Hetherington Pottery in South Carolina donated
profits from their holiday office sales.

In Wisconsin, Patti Schiller wrote a campaign letter and mailed
it out to her family and friends. Denien Rasmussen is selling
gift cards through the Manna Group Scrip Program from lllinois.
Diane Erth sold Scentsy products during the PRISMS
conference and donated her commission to PRISMS.

PRISMS continues to host an online giving page at
www.firstgiving.com/prisms. The families of Nolan Jantzi,
Jacqueline Huston, Laura Beall and Christy McCauley held
virtual birthday parties in their honor. “Bowling for SMS” and
“Buck Creek 5K” created an event page so that participants
(and those who could not attend the actual event) could donate
to the fundraiser.

PRISMS volunteer, Michelle Lee, updated the PRISMS online
store, “PRISMS 2.0.” Michelle also compiled the first PRISMS
calendar, our most successful product! Plans are in the works

for the 2014 PRISMS calendar, so start capturing those SMS
moments now. It’'s not too late to order the 2013 calendar.
Visit www.cafepress.com/smithmagenis.

PRISMS cookbooks were a huge success. Place your order on
the PRISMS website at www.prisms.org before they are gone.

Please contact me at fundraising@prisms.org if you would like
more information on how to host a fundraising event in your
area. Thanks to these many volunteers who help make the
past year a huge success!

Tina McGrevy, Board Member
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The 2012 PRISMS

“Bullding Bridges
oi Hope”

Conierence
summary

PRISMS is dedicated to providing
information and support to families of
persons with Smith-Magenis Syndrome,
sponsoring research and fostering
partnerships with professionals to
increase awareness and understanding
of SMS.

The above mission statement for
Parents and Researchers Interested in
Smith-Magenis Syndrome (PRISMS)
was seen alive and in action in Denver,
Colorado at PRISMS 7" International
Conference, “Building Bridges of Hope.
This was our largest conference yet!
Common sights that were observed
were parents gathering to decide which
sessions to go to, professionals deep in
conversation with families and lots of
hugs and happy greetings all around. Of
course, the total acceptance of SMS
individuals and the support given those
during meltdowns was incredible.

Families and professionals came from
across the globe. The United States,
Canada, Philippines, United Kingdom,
Finland, Norway, Sweden, France,
Denmark and Mexico were all
represented. There was record
attendance by parents, siblings and
individuals with SMS.

The speakers were diverse, with
presentations on subjects such as
genetics, research, siblings, behavior,
education, alternative therapies and
nutrition, medications and life
experiences. Our families had
overwhelmingly requested presentations
on behavior to be available at the
conference, so behavior supports was
an overriding theme throughout the
conference. Many of our speaker
handouts are on our website, so if you

WWW.prisms.org

gAY\ building
bridgesgfTiope

jsms 7TH INTERNATIONAL
m CONFERENCE | DENVER 2012

didn’t have the opportunity to attend the
conference you may still get a glimpse of
some of the materials presented.

There were also many special events
planned, including an opening reception,
several parent connect sessions, a
hospitality suite, meals, movie night and
a silent auction. There was so much
enthusiasm at all of these events! At
times, it was like a large family reunion!

SMS researchers convened the
Thursday prior to the conference start for
The 6™ SMS Research Symposium.
Researchers from various research sites
and institutions came together to share
their research of SMS. This meeting
unites those on the research fronts in
areas of molecular genetics, clinical
genetics, special education, speech,
occupational and physical therapies, and
sleep disorders. The Research
Symposium works in tandem with the
goals of the PRISMS conference, and
the partnership between “parents and
researchers” stays rooted and cohesive.
Many of our symposium attendees were
also presenters at the conference. We
are very grateful that we have such
dedicated researchers and professionals
who not only bring their expertise to the
conference, but also become a valued
part of our community.

A new addition to our conference was
the presence of The Coriell Institute for
Medical Research. Coriell was onsite to
obtainblood and/or tissue samples for
the PRISMS Biobank from volunteer
parents and SMS individuals. In the
study of human genetic disorders,
samples from patients and their families
are a critical resource for researchers;
however, it is often a major hurdle to
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identify families with specific volunteers and financial support from
chromosome abnormalities like SMS. individuals and corporations. PRISMS
Many of our families stepped up and is grateful for each contributor,
aided us in developing a repository of  whether it be in a large or small way
cell lines. For more information on the through time, money and/or donations
PRISMS Biobank, please visit our of materials.
website at www.prisms.org.

We hope that all who attended took
PRISMS was fortunate to have a away valuable information and
wonderful conference planning perhaps made new friendships along
committee. It was composed of Nina  the way. See you in 2014!
Kelly, Nancy Cordrey, Maggie Miller,
Shannon Jantzi and Amy Pereira.
These ladies worked tirelessly for over
two years to bring this conference to
fruition. The feedback was fabulous!
The committee followed up the
conference with a questionnaire and
went right to work with the feedback
and suggestions. They began
immediately putting together the next
conference.

Of course, none of this could have
happened without a multitude of

ki
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2012 Conterence Donors

Donors (organized by level)

$10,000 and above
Phil Ruedi and Laura Staich

$5,000 and above
Thomas and Julia Hetherington
In honor of Christy McCauley — First Giving
Campaign & Birthday Contributions
Amy and Brian Pereira & family — “Spare my
Syndrome” fundraiser in honor of Joey
Pereira

$1,000 and above
Carolyn Beall
In honor of Laura Beall — First Giving Campaign
Mary and Randy Beall
Nancy and David Cordrey
Kevin O’Connor and Dana Deane
Tsvi and Sara Gal
The GPK Foundation
Percy and Bernadette Huston
Laurie Sprung and Bill Mayer
Denien & Jim Rasmussen — Special

Sponsorship Campaign

Scottrade

$500 and above

Sam and Barbara Dyer
In honor of Jacquelyn Huston — First Giving Campaign
In honor of Nolan Jantzi — First Giving Campaign
John and Debora Mayer
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$100 and above

Up to $100

Contributions for Speakers’ expenses

In-kind gifts and donated services for the conference

we are grateful to the

many donors who madle

Pat Boschetto

Ira and Betty Dyer

Dr. Sarah Elsea

In honor of Garrett
McGrevy — First
Giving Campaign

Joan and Achille
Paladini

Bill and Bonnie Spear

special and generous

gifts ln support of the

conference!!

Tracey and Dennis Dillon

Smith-Magenis Research Foundation (expenses of Dr. Gi)
Nancy Cordrey (expenses of Jackie Diver)

Dance Trax Entertainment
Frederic Printing



PRISMM Donor LiS

$5000+ Donors

Sara & Tsvi Gal
Laura Staich & Philip Ruedi

$1000-$4999 Donors

Frances A. Bazany

Carolyn Beall

Mary & Randy Beall

Jamie & Kelly Campbell
Cora Christle

Kerry & Bob Fairweather
Sylvia & Jeremy Farber
Carol & Mike Kempski

Alan & Gail Kopp

Charlene Liao & Liqun Luo
William & Monica Mason
Laurie & Bill Mayer

Kevin O'Connor & Dana Deane
Joan & Achille Paladini
Jean Weill

Carol & Glenn Wollschlager

Genentech
R. W. Smith & Associates

$500-$999 Donors

Eric & Sarin Abati

Lisa & John Bellopede
Adam Blanchette, MD
Nancy & David Cordrey
John Curtin

Barbara & Sam Dyer

Brad Evans

Julia & Tom Hetherington
Debora & John Mayer

William & Patricia McDonough
Diane & Michael Petrucci
Mary Pinchiaroli

Jeanne Shobert

Philip Turturro

Stone Oak Therapy

$1-$499 Donors

Dave & Linda Abati
Anthony & Christy Ackley
Kawther & Monadhil Al-Hilali
Lynda & Richard Algea
Francis & Kristen Anania
Daniel Armstrong

Harriet Arno

Marsha & Gary Bach
Cynthia Bailey

Lynne & Steve Baker
Harry Bates

Carolyn & Billy Belcher
Gina & Steve Belden
Leah Bentley

William & Angela Bentley
Cheryl & Ned Berman
Denine Bielk

Joan Bielunski

Joan Birsh

Raymond & Joan Bishop
Jeff & Cathy Boggs
Angela Bonato
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Marianne Boncore
Andrew & Kathy Booker
Pat Boschetto

Steven & Allison Bower
Carol & Tom Braithwaite
Christine Brennan

Diana & Paul Brice
Charolette bridges

Alicia Brosette

Ronald & Lynn Brown
Brian & Christie Busenlehner
Dennis & Eleanor Bush
David Byrom

Jack Byrom

Pattye Byrom

Mary Callahan

Lynn Campbell

Joan & Michael Campione
Lesslie & Blair Carnahan
Austin & Judy Carney
John Cassapo

Carlos Diaz Velez & Alejandra Ceballos-
Ruiz

Robert & Bethany Colegrove
James Connor

Margaret Cook

Jan Corbett-Pittman

Erin & Steve Corbett
Delbert Craner

David Crummey

Thomas & Diane Daly
Karen & Glen Daniel
Walter & Betty Daniel
Ashley & Tom Danis
David & Sue Kuebler




PRISMY Donor List

$1-$499 Donors contd

David & Gail Reiner

B. Davies

Howard Davis

Esteban & Jennifer Delgadillo
Dr. Lynn Diamond

John & Priscilla Diamond
Dennis & Tracey Dillon
Meghan Dillon

Ronald & Karen Dixon
Gregory Dunn

Bernadette Durkin

Linda Duvall

Eileen Dwyer

Ira & Betty Dyer

Diane Edwards

Marty & Jean Eichelman
Sarah Elsea

Stephen Freind

Sharon & Daryl French
Beverly & Steven Frey
Patrick Gillespie

Deborah Gonzalez
Amanda & Charlie Graham
Marc Greenholtz

Dianne Griego

Thomas & Judith Guinan
Sandy & Richard Hall
Thomas Hanna

K.J. & Richard Hardegger
Lorna Harris

Ryan & Alana Harris
Renee Hartling

Linda & Jack Hartt
Jeanine & T.D. Hetherington
Mary Hetherington
Douglas Hill

Kim & Eric Hoffman

Kristi Holland

lan Howell

Cheryl & Eddie Huber
Casey & Tina Hudson
Kathryn & Peter Hunter
Charla Huston

Gabrielle Huston

Leslie Huston

Percy & Bernadette Huston
Jennifer & Chris lannuzzi
Yukiko & Tetsuya Ichino

Janet Jacobs

June & Todd Jacobson
Nancy C. Jacobus

Fern Jantzi

Jackie & Wayne Johnson
Ray Johnson

Ray & Rose Marie Johnson
Jamie Imber Jonas

Paula & Arthur Jump

Krista & David Karr

Erin Kaufold

Joanne Kelly

Jennifer & Lou Klump

Irene & Dan Knoepfle

Matt Koleske

Beth Kovash

Jim & Peggy Laney

Julie Larger

Josephine Lawlor

Rose Ledingham

George & Karen Lemmert
Tane & Dale Levin

Alicia Mangham

Nancy & Robert Mannering
Bill & Janet Manning

Lisa & Matthew Martin
Mary McArdle & Anne Green
Mary Kate & Joe McCauley
Kipley & Ross McDaniel
James McFarland

Sue McFee

Tina & Charlie McGrevy
Todd & Jennifer McQuown
Barbara Melamed

Dana Miller

Margaret & Scott Miller
Mary & Paul Miller

Linda & David Mills

Trinity & Mike Miodunski
John & Alvina Mitchell
Dawn & William Mock
Robyn & Steve Mogul
Stephanie Moonen
Margene & Jonathan Morris
John & Maria Mosher
Kevin Murdock & Savitri Ramsingh
Patricia & Nicholas Murphy
Gail & Bruce Napell

Frank & Adela Nevarez
Chris & Kimberly Norman
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Shinji & Kaori Nozaki
Lisa Nunes

Janet O’'Reilly

Amy & Brian Pereira
Van & Linda Peters
Sarah Pierce

Alan & Clarian Pintacura
Ronald & Emily Pitchford
Cecilia & Gordy Poole




PRISMN Donor LISl

$1-$499 Donors contd

Caroline Pope

Rajean Potter

Walter & Jeanette Praetorius
Matthew Prince

Liz & Bob Pucci

Jim & Debbie Rahfaldt
Denien & Jim Rasmussen
Ann & Lowry Reid
Johnna Robinson

Sonya Ruppel

Betsy Schaffer

Patti & Terry Schiller
Eugene Schwarzrock
William & Laurel Sellyey
Valerie Shanley

Zhenhai Shen

Ann & John Sherman
Donald & Catherine Shoemaker
Jacquelin Shulman
William Siegried

Ann Smith

Shirley Skadan-Smith
Denise & David Smith
Stephen & Michelle Smith
Debby Snyder

Angela & Kenneth Sparks
Bonnie & Bill Spear
Stephen & Arlene Marie Staich
Wanda Stanley

Thomas & Leah Starr
Thomas Stephens

Faith & John Stepic

John & Stacie Stivers

Mary Storch

Patricia Strawther

David & Rhonda Stuart
Katie McCauley Sullivan
Mary Ellen & Gene Sullivan
Tracy & Linda Sundberg
Paul Taylor

Jennifer & Dedrick Terveen
Sylvia Theissen

Paula & Joseph Toussaint
Carol & Stan Triantafellu
Rebecca & Richard Trout
Patricia van Nederveen
James & Diana Vaules
Ingrid Wade

Ronnie & Janet Wagoner
Christopher J. & Laura P. Wells
Kathy Whitehall

Heather & Daniel Wilde
Ted Williams

Brandi Wilson

Tina & Andrew Witkoff
Cathy Witt

Dennis & Edee Norman Wiziecki
Rochelle & Paul Wright
Deborah Young

Carol & Gary Zaiser

Scottrade
Stone Oak Pharmacy
Zia Corporation
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Officers

President: Randy Beall
Garland, TX

Vice President: Margaret Miller
Herndon, VA

Secretary: John Mayer
Portsmouth, NH

Treasurer: Phil Ruedi
Boston, MA

Board Members

Julia Hetherington Beaufort, SC

Percy Huston Cape Girardeau, MO
Mary Kate McCauley  Ardmore, PA

Tina McGrevy Springfield, OH
Sarah Elsea Richmond, VA

Professional Advisory Board

Kerry Boyd, M.D.
Bethesda Services, Ontario, Canada
Sarah Elsea, Ph.D., Chair
Baylor College of Medicine
Brenda Finucane, M.S., CGC
Geisinger Health System
Barbara Haas-Givler, M.Ed., BCBA
Elwyn Training & Research Institute
Andrea Gropman, M.D.
Children’s National Medical Center
Gonzalo Laje, M.D.
Behavior Medicine Associates
R. Ellen Magenis, M.D.
Oregon Health & Sciences University
Lorraine Potocki, M.D.
Baylor College of Medicine
Ann C. M. Smith, M.A., D.Sc. (hon)
Chair Emeritus,
NIH, National Human Genome
Research Institute
Christine Brennan, M.A., CCC-SLP
Northwestern University

PRISMS, Inc.
21800 Town Center Plaza

Suite 266A-633

Sterling, VA 20164
972-231-0035

Fax: 972-499-1832

info@prisms.org
WWW.prisms.org
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BEAR’S §
BIRTHDAY

At the end of 2012 there were 328 individuals or families who were members of PRISMS.
This is a significant increase from our 2011 total of 272. We added members throughout
the year, and several individuals and families joined at the conference in Denver. Our
member list shows that PRISMS serves families across the country and around the world,
with members from 45 states and 15 foreign countries. For your information, states
without members are Alaska, Hawaii, Louisiana, Mississippi and West Virginia.

There are many benefits from membership including receiving helpful information via the
Spectrum newsletter, the monthly e-blast, the PRISMS website, and the PRISMS
Facebook page;. Other advantages are making or strengthening a connection with others
at our international conferences; by receiving materials for family members, teachers, and
advocates and more.

Most importantly, your membership dues provide the financial resources PRISMS needs to
operate — and this support enables us to help families. The organization is here for our
members, and we are able to do our job because of your support.

2013 will be an important year as the Board focuses on ways to improve our support for families, and as we begin to prepare for the 2014 conference in St.
Louis.

Thanks to all of you who are part of PRISMS — and to my colleagues in the PRISMS office and on the Membership Committee for their efforts: David and Denise
Smith, Mary Kate McCauley, and Angela Williams.

Please note - Membership dues are for the calendar year , January through December, regardless of the month you have joined. If you have any questions
about your membership, please do not hesitate to contact us.

John Mayer
PRISMS Membership Chair
Alabama Ryan Parrett* Christopher J. & Laura P. Wells Todd & Jennifer McQuown
Carol & Tom Braithwaite Amy & Brian Pereira Georgia Carey Miller*
Laura & Matt Markus Lexa & Kurt Schoppe Ken & Christine Bolt Jim & Debbie Rahfaldt
Josh & Jill Wood* Stephen & Arlene Marie Staich Lesslie & Blair Carnahan Jan & Keith Rolston
Arizona Elena & Anthony Stout Ann & Lowry Reid Kansas
Rhonda & Kevin Lowney Adrienne Wampler Anne Ryder Lynda Deane
Patty & Steve Loyer Colorado Rochelle & Paul Wright Carol & David Pacey
Nollisa Miller* Kim & Eric Hoffman Idaho Van & Linda Peters
Arkansas Donna Hulse Monica & Mark Peterson Todd & Shiloh Frese Walter
Carolyn Bruister* Fred & Stella Jimenez CeeCee & Jesse Saxton Kara Walters*
Rosanne & Pace Hindsley Terry Katz* lllinois Kentucky
California Lori & Matt Martin* Marsha & Gary Bach Raymond & Joan Bishop
Gina & Steve Belden Janie & Eric Peterson Christine Brennan Sarah Pierce*
Mark Brown Walter & Jeanette Praetorius Joan & Michael Campione Jean Weil
Austin & Judy Carney Jeff & Jennifer Wittenauer Christine & Joey Grzybowski Maine
Peter Cooper-Ellis & Sarah Weck Connecticut Bill & Janet Manning Elena Kohout
David Crummey Marty & Jean Eichelman Robyn & Steve Mogul Hilaire Kronholm
Eileen Dervisevic* Jennifer & Chris lannuzzi Helen & Michael O'Connell* Susan & Daniel Longfellow
John & Priscilla Diamond Stephen & Hoang Wood Denien & Jim Rasmussen Maryland
Diane & Joseph Erth Delaware Carol & Jeff Ross* Christopher Corbett*
Maricela Hernandez Garcia* Linda Johnson Linda & Dan Tortorelli Kerry & Bob Fairweather
Trevor & Kasey Gritman District of Columbia Margaret & Robert Tortorelli Jim & Jamie Humphreys |1
Jeanine & T.D. Hetherington Gunther Birznieks* Dennis & Edee Norman Wiziecki Yukiko & Tetsuya Ichino
Mary Hetherington Jillian Nickel* Carol & Glenn Wollschlager Mary & Paul Miller
Cheryl & Eddie Huber Florida Indiana Amy Owens
Krista & David Karr Joan Bielunski Stacy Farley* Joanne Seward
Charlene Liao & Liqun Luo Stan Hinden David & Jessica Vermeer Mary Unglesbee
Gail & Bruce Napell Kathy Hofmann lowa Ronnie & Janet Wagoner
Frank & Adela Nevarez Irene Karpowicz Carla & Glenn Blaser Massachusetts
Lisa Nunes Mary Kiupelis Renee Epari Leah Baigell & Henry Kon
Joan & Achille Paladini Melissa & Dan Longman Karen & Chuck Friedman Cheryl & Ned Berman

Laura Palagi Carol & Stan Triantafellu Kecia Hickman* Maryann & Paul Duzan
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Massachusetts cntd.
Latham Centers, Inc.*
David & Lynn Moertl
Diane & Michael Petrucci
Derek & Csilla Pickering
Amanda Serio*
Joan & Peter Sherman
Laura Staich & Philip Ruedi
Michigan
Herman & Lindy Hanko*
Nichol & Jeff Hill
Evan & Megan Leonard*
Dr. Paul Mark*
Jim & Irene McCool
Rajean Potter
Jane Vit
Eva & Greg Wludyka
John & Terry Zdanowski
Minnesota
Jackie & John Fallenstein®
Melissa Haley & Tim Mulrooney
Janet Jacobs
Jean & Charles Patnode
Carol Smith
Mary Kay & Dennis Vierling
Missouri
Lynne & Steve Baker
Thomas & Diane Daly*
Dennis & Tracey Dillon
Ashley Fazel*
Jim & Emily Humphreys
Sabrina & Bill Hurtgen
Percy & Bernadette Huston
Trinity & Mike Miodunski*
Dennis & Sandra Raterman*
Montana
Marni Rolston
Rikki & Mark Saali
Nebraska
Cheri Connealy
Marilyn & Steve Groeteke
Donna Stevens*
Nevada

June Winkler-Teixeira
New Hampshire

Douglas Hill

James & Nina Kelly

Debora & John Mayer
New Jersey

Dorit Berlin*

llse & Randy Ciprich

Rosemary & Roderick Clifford

Yolanda & Alfredo DaSilva

Sara & Tsvi Gal

Marie Gallo

John & Judy Martinsen*

Caroline Pope
New Mexico

Delma Aguilar®

Michelle Daly

William & Laurel Sellyey

Denise & David Smith
New York

Harriet Arno

Erin & Steve Corbett

Jan Corbett-Pittman*

Dr. Lynn Diamond

Lisa Hutchinson

June & Todd Jacobson

Josephine Lawlor

Barbara Melamed

Kevin Murdock & Savitri Ramsingh

Mary Pinchiaroli

Liz & Bob Pucci

Ida & Richard Ruess

Valerie Shanley

Tracy & Linda Sundberg*

MaryAnn & Ron Zimmer
North Carolina

Alice Bost

Nicholas & Kendra Caruso

Linda Duvall

Cheryl Herman

Nancy C. Jacobus*

Susan Lenfestey

Mary McArdle & Anne Green
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Monica Moreira

Sam & Valerie Toke*
North Dakota

Shannon & Darin Jantzi
Ohio

Gene & Jennifer Gelfand

Kristen & Michael Hamilton

Greg & Mary Hards

Janet & Dennis Hartmann

Kathy Krisko

Sue McFee

Tina & Charlie McGrevy

Faith Nobilucci

Chris & Kimberly Norman

John & Janet O'Reilly

Jill Preece*

Faith & John Stepic

Cathy Witt
Oklahoma

Adam & Tara Carleton

Nicole Ischcomer*
Oregon

Shirley & Donald Dechaine

Jennifer & Lou Klump

Ellen Magenis

Jeanie & Michael Singleton
Pennsylvania

Lisa & John Bellopede

Leslie & Christopher Calzaretta

Nancy & David Cordrey

Milissa Ferry-Pelonerotates

Brenda Finucane, MS

Julia Fitzgibbons*

Beverly & Steven Frey

Suzanne & Harry Frost

Susan & Martin Holland

Jackie & Wayne Johnson

Paula & Arthur Jump

Mary Kelly*

Dana Krimmel

Beth & Paul Kurtz

Lisa & Matthew Martin

William & Monica Mason

Gina & Gary Masters

Mary Kate & Joe McCauley
Celeste & Kemal Pegram
Stephen & Michelle Smith*
Betty & Paul Sullivan
Sandy & John Tome
Celeste Waclawik*

Carol & Gary Zaiser

Rhode Island

John & Maria Mosher

South Carolina

Sharon & Daryl French
Julia & Tom Hetherington

South Dakota

Kipley & Ross McDaniel*

Tennessee

Texas

Jim & Peggy Laney
Tane & Dale Levin
Olivia McGehee & Jim Scheicher

Carolyn Beall

Mary & Randy Beall
Christine Beck*

Jack Byrom

Dawnda & Brandon Daniel
Karen & Glen Daniel
Ronald & Karen Dixon*
Meredeth Drummond-Cox
Sylvia & Jeremy Farber
Jessica & Mark Kirklin
David & Sue Kuebler
Tamara Michelle Lee
Drew & Lori Little*
Pengfui Liu*

James Lupski, M.D., Ph.D.
Brenda Massey

Ines Oppenheim

Ron & Chandra Powers
Johnna Robinson

Paula & Joseph Toussaint
Leanne VanDover

Eva & Weldon Wamble




Membership 2012

Pat Boschetto
Sandy & Richard Hall
Jennifer & Joseph Haroldsen
Margene & Jonathan Morris
Heather & Daniel Wilde
Vermont
Patty & Dan Saunders
Virginia
Sarah Elsea
Mark & Claudia Gibb
Amanda & Charlie Graham
Jim Hetherington
Judith & Matthew Livingston
Margaret & Scott Miller
Alice & Troy Pettey
Diane Powers
Shannon Richard
Ann & Ron Smith
Jeff & Venessa Stevens
Washington
Andrew & Kathy Booker
Esteban & Jennifer Delgadillo
John L. Doherty
Lance & Heather Eberlein*
Charlotte Hale*
Laura King*
Maureen Monroe*
Kay & Randy Reiter
Beth Seely
Wisconsin
Mary & Tim Kamp
Linda & David Mills
Kimberly & Charles Pechous
Patti & Terry Schiller
Bonnie & Bill Spear

Wyoming
Tiffany Helling
Irene & Dan Knoepfle

Members from Foreign Countries

Australia
Kawther & Monadhil Al-Hilali
Paul Alexander®
Matthew & Vanessa Baxter*
Angela Bonato
Denise & Stewart Caddy
June Dixon
Stephanie & Nicholas Hanson
Susan & Bryce Hoad
Mary Storch
Catherine & Stuart Walker*
Brazil
Eliane Barros & Raul Santos*
Canada
Sonia & Brian Bench
Dr. Kerry Boyd
Trina & Justin Fillier*
Lorna Harris
Brandi Wilson
Denmark
Susanne Pernille & Sergio Fox
Charlotte Munk Thaasti
Finland
Petri & Sari Saari*
France
Michele Auzias*
Marie-Christine Bomme"™
Jacques & Sabine Martin*
Japan
Shinji & Kaori Nozaki

Mexico
Maria Elena Carrancedo
Netherlands
Ronald & Carolina de Kimpe
Paul de Jong
Norway
Ingvild Arskog Kjeldsen*

Kristine Ahlgren & Espen
Stavland

Philippines
Kristine & Glen Braden
Russian Federation

Bela Kafengauz & Alexander
Tsetlin*

Scotland
Hazel Wotherspoon
Sweden

Cecilia Lidholm & Marcus
Ottosson

United Kingdom
Diana & Paul Brice
Carol Funnell
Salli Hunt*
Emma Riddell*
Patricia van Nederveen

* New member in 2012
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The information contained herein reflects only the opinion of the authors or
associates. Spectrum content is for informational purposes only. It is not
intended to be used as a substitute for obtaining professional medical, health,
therapeutic advice or treatment, or otherwise supplanting examination,
diagnosis and treatment by a qualified professional. This newsletter may
contain links to websites that are created and maintained by other
organizations. PRISMS does not necessarily endorse the views expressed on
those websites, nor does it guarantee the accuracy or completeness of any
information presented there. Spectrum is the official newsletter of

PRISMS. Readers are free to duplicate all or part of its contents for your
personal, non-commercial use with proper attribution to PRISMS. In
accordance with accepted publication standards, PRISMS must be
acknowledged in print of any article reproduced in another

publication. Letters to the editor, comments on articles, and suggestions for
future articles are always welcome.

Editor in Chief:

Steve Corbett editor@prisms.org
Editors:
Randy Beall Ann C.M. Smith, M.S., D.Sc. (hon)

Joe Haroldsen

Newsletter Committee Members:
Julia Hetherington Pat Boschetto
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