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Meet the 2014 Conference Host

In 1675 a Quaker missionary from England, encouraged by
New Jersey proprietors John Lord Berkeley and Sir George
Carteret, arrived to establish a settlement near the Delaware
River, which was inhabited by the Lenni-Lenape Indians. The
Keith survey of 1685 established the western boundary of
Middlesex and Somerset counties and later, the Township
of Princeton. Today Keith’s Line is recognized as Province
Line Road. With the laying of the cornerstone for Nassau
Hall in 1754, Princeton began its development as a location
for quality education. Nassau Hall was named for William
III, Prince of Orange-Nassau. This simple stone edifice
was one of the largest public buildings in the colonies and
became a model for many other structures in New Jersey and
Pennsylvania.

Erol Veznedaroglu, MD, FACS,
FAANS, FAHA, also known as Dr
Vez, is director of the Capital
Institute for Neurosciences. He is
also chairman of the Department
of Neurosurgery at Capital Health.
Responsible for the Capital Institute
for Neurosciences and the rapid
development of Capital Health as a
regional referral center for complex brain and spine conditions,
Dr. Veznedaroglu is an innovator in developing new ways to
deliver neuroscience care to patients.
His philosophy in building the Institute has been to bring
together some of the most experienced neuroscience
professionals from across the country, combine them with
the most advanced technology and procedures, and provide
the highest level of neuroscience care available in a personal,
comfortable and accessible environment traditionally not
found at large academic medical centers.

On July 23, this historic center
will become the meeting place
of the largest gathering of Chiari
and syringomyelia patients and
specialists in the world. Activities
will take place at the Westin
Princeton at Forrestal Village.
Come early or stay longer to take
advantage of the shopping and
wineries while enjoying the fabulous
amenities of The Westin such as the indoor pool, restaurants,
Westin Heavenly Bed®, and more.

Dr Veznedaroglu completed his fellowship training in
cerebrovascular/neurointerventional neurosurgery and
neuro-critical care at Thomas Jefferson University Hospital
for Neuroscience. His expertise includes the treatment of
aneurysms, arteriovenous malformations, stroke, chiari
malformations and other potentially fatal conditions of the
brain and cerebrovascular conditions.

Set in a beautiful suburban setting, The Westin Princeton
at Forrestal Village is situated in the picturesque Princeton
Forrestal Village Shopping Center. This shopping center
features the Koi Spa and Can Do Fitness Center as well as
restaurants and select retail stores. Our convenient location
on the Route 1 Corridor of Princeton puts us halfway between
Philadelphia and New York.

He is one of a select number of neurosurgeons in the country
trained in both traditional neurosurgical approaches as well as
endovascular approaches, enabling his patients to have the
full range of treatment options available to them under the
direction of the same physician.
Dr Veznedaroglu has been recognized by both peers and
patients as a Top Doc, appearing frequently in SJ Magazine’s
Top Doc issue and as part of South Jersey Magazine’s Top
Docs as voted by readers feature. He was also recognized as a
finalist in the category of Best Physician by NJ Biz in its annual
Healthcare Heroes awards program.

ASAP has reserved a block of rooms at the Westin at a special
guest room rate of $135. Use one of the following to make
hotel reservations:
• Call 888-627-7036 and say you are attending the ASAP
Chiari & Syringomyelia Conference
• Or make reservations at https://www.starwoodmeeting.
com/Book/asapconference2014
Attendees are responsible for their room, tax and incidentals.
Events start Wednesday evening, July 23 with onsite
registration and reception, and end Saturday afternoon.

Read more about Dr Vez’s accomplishments at www.ASAP.org
under Annual Conference.
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Kids For A Cure Club

New Support Groups Formed

by Patricia Maxwell

Kerry Chu has served as Chair of the Support Groups
Program for several years. For information on
support groups, contact her at Kerry_Chu@ASAP.org
or 516-330-7152.

Laurie Swihart and Kaylee Tutrow have volunteered to work
with ASAP children. Inserted with this newsletter is a new
edition of Kids’ Connections.
For the second year in a row, Annie Chapman is organizing
the Kids For A Cure Club Convention to be held in Princeton,
New Jersey, July 23-26. She has been in touch with a number
of different organizations gathering information and lining up
speakers. Children 5-16 can participate while their parents
attend the general sessions of the ASAP Chiari & Syringomyelia
Conference.

Delaware Valley ASAP Chiari/Syringo Support Group
Landing, NJ
Leader: Sharon Sweeten
email: Delaware_Valley_Support@ASAP.org
phone: 856-672-0602

Below is a picture of some of the kids during the 2013
meeting. As you can see from the smiles, they have a great
time. Come experience the fun for yourself this July in
Princeton.

ASAP’s North Central MA Chiari/Syringo Group
North Boston area
Leader: Kevin Mixon
email: MA_support@ASAP.org
phone: not available
ASAP’s Tulsa OK Chiari/Syringo Support Group
Tulsa, OK
Leader: Lauri Edwards & Charyl Turner
email: usmcmom69@gmail.com &
charylturner@gmail.com
phone: 928-710-9144 & 918-688-2305
South Louisiana Support Group
Lafayette, LA
Leader: Rhea Dugas
email: south_LA_support@ASAP.org
phone: 337-852-5945
Huntington WV Chiari/Syringo Group
Huntington, WV
Leader: Angela Holley
email: WV_support@ASAP.org
phone: 304-638-3432
DFW Chiari/Syringo Group
Dallas /Ft. Worth, TX
Leader: Simone Key
email: dfwsupport@ASAP.org
phone: 214-640-0651

Visit us on the web
www.ASAP.org

ASAP U.P. of Michigan Chiari & Syringo Group
Gwinn, MI
Leader: Stephanie Carlson-Ballone
email: stephecb@rocketmail.com
phone: 906-235-4740

Please Note: Articles in this newsletter are not intended
as a substitute for medical advice and do not necessarily
represent the viewpoints of the editor, Medical Advisory
Board or Board of Directors. Please contact your doctor
before engaging in any new therapy or medication.

ASAP’s Dakota Chiari/Syringo Support Group
Pierre, SD
Leader: Halley Lee
email: shlee@pie.midco.net
phone: 605-295-0168
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A Word From Our President

•
•
•
•
•
•

I can’t believe we are getting ready for
another conference. Where does the
time go? ASAP’s Chiari & Syringomyelia
Conference is July 23-26 at The Westin
in Princeton, New Jersey. At the meeting
we plan to announce next year’s location
and host. We will also be getting
updates on the four new research
projects we funded in addition to the
ongoing outcome studies and genetics
research projects.
Developing a Preoperative Chiari Severity Index to
Stratify Prospective Clinical Studies for Chiari Type I
Malformation by David Limbrick, MD, PhD
Comparative Analysis of Posterior Fossa Volumes in
Symptomatic versus Asymptomatic Chiari Malformation
by Alan Siu, MD
Multicenter in vitro Assessment of 4D PC MRI for
Quantification of Cerebrospinal Fluid Motion in Chiari
Malformation and Syringomyelia by Bryn A Martin, PhD
Is CSF Flow the “Holy Grail” to Determining Clinicpathological Significance of Chiari Malformation? by
Mark Quigley, PhD
The Genetics of Chiari Type I Malformation (CMI) with or
without Syringomyelia by Allison Ashley-Koch, PhD
Outcomes in Patients Undergoing Surgical Intervention
for Chiari Type I Malformation with Syringomyelia by
Bermans Iskandar, MD

At this time we have 13 spring walk locations. Many thanks
to Beth Brixius, Heather Leitner, Tabitha Peters, Michael &
Bridget Borys, Lauri Edwards, Charyl Turner, Lee Ann Clutter,
Margaret Leisenheimer, Cathy Tufts, Laurie Swihart, Lori
Tutrow, Anna Tannreuther, Rain Deskin, Gina Huffman and
Cat Becker. Please contact me at 585-747-9651 if you are
interested in being a walk coordinator. I am now booking for
the fall. We work closely with our volunteers so you can have
a successful walk. I also believe it gives the coordinator a
source of comfort knowing they can always talk to someone. I
feel like I made many new friends and I thank each and every
one of you for a job well done. You provide both awareness
and funds for research and education.
We completed our 25th year celebration. I would like to
thank everyone for their continued support I am thankful
to our volunteer Board of Directors, Medical Advisory Board
and Research Committee, our community of volunteers
and our staff. We may be a small group but we all work well
together and get the jobs done. I would however like to build
our committees so if you have a few hours a month, please
contact me.
I hope to see many of you at the conference and look forward
to meeting you. For those who earned the conference through
fundraising, congratulations!
As I close I would like to request that everyone keep one of
our board members and her family in your prayers. Renee
Tobias was forced to resign due to a leukemia diagnosis that
required immediate chemotherapy treatment. We will miss
Renee and hope in time she will be back with us again.

On a different note, I must say here in North Carolina I am
happy to see winter end. The birds are singing, trees and
flowers are blooming and the days are longer. I know for
many of us the seasonal changes are not easy. Spring comes
with rain and, if you are like me, you can tell the weather a
day ahead. My children joke about me being the weather
woman.

Gentle Hugs always,
Patrice
Patrice_Schaublin@ASAP.org

It’s been a very busy spring. Recognizing that we had to do
more for syringomyelia awareness I decided to have a walk
dedicated solely to SM. The walk is titled Syringo My What?
Steps Across the States. We are also continuing Together We
Can Walk and Roll for a Cure.

Social Media and ASAP
Tweet, share and pin. Like us on FaceBook, join our
Pinterest page and follow us on Twitter. Go to www.ASAP.
org, you will see the social media icons on the upper right
side of the page. Click the icon and go directly to the
ASAP page.

ASAP’s Chiari & Syringomyelia Conference
July 23-26, 2014
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Fundraising and Awareness
ASAP volunteers have been busy this spring bringing
awareness to many parts of the country by hosting events in
their area. Special thanks to:
Beth Brixius - Syringo-My-What? Steps Across the States April 5 in Great Falls, Virginia
Heather Leitner - 1st Annual Walk & Roll for a Cure 5k April 12 in Hurricane, Utah
Tabitha Peters - Syringo 5k Walk & Roll and Kids Lollipop
Walk & Roll - April 19 in Peru, Illinois
Yogi Borys - 1st Annual Yogi’s Walk & Roll - April 26 in
Geneva, New York
Lauri Edwards & Charyl Turner - Syringo-My-What? Steps
Across the States - April 26 in Tulsa, Oklahoma
LeeAnn Clutter - Syringo-My-What? Steps Across the States
- April 26 in Kingston, Oklahoma
Margaret Leisenheimer - Syringo-My-What? Steps Across
the States - April 27 in Middle Village, New York
Laurie Swihart and Cathy Tufts - 3rd Annual ASAP’s Sugar
Land Texas Walk and Roll for a Cure - May 3 in Sugar Land,
Texas
Rain Deskin - Rain’s Day 1k Walk & Roll for Syringo & Chiari
- May 17 in Christiansburg, Virginia
Tutrow family - 5th Annual ASAP Walk & Roll for a Cure May 24 in Greenfield, Indiana
Gina Huffman - 1st Annual Walk & Roll Lewis Center Ohio May 31 in Lewis Center, Ohio
Cat Becker - ASAP’s Media, PA Together We Can Walk &
Roll for a Cure - May 31 in Media, Pennsylvania
Anna Tannreuther - 3rd Annual Clyde’s Chiari
Awareness Walk - June 7 in Middletown, Ohio
Sunshine Matthews - Sunshine’s Charity Run
- June 27-29 in Ferguson, North Carolina
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Paying It Forward
Hello everyone,

of hosting three successful Walk and Rolls to raise funds for
research and awareness in our community.

My name is Laurie Swihart. I am the proud mom of four
kids with Chiari and syringomyelia. I am also happy to be
the chair of this year’s Auction and Raffle Committee for
our 2014 ASAP Conference in Princeton, New Jersey this
summer.

The work ASAP does is so very important. As many of you
know, the research and education about these conditions
are key. I am writing this letter in hopes that you might be
willing to donate an item for either the conference auction
or raffle. I helped with the auction last year and I loved
seeing all the wonderful items that people donated such as;
handmade items, jewelry, game night baskets, gift cards,
weekend hotel stays, trips, purses, Chiari and syringomyelia
related items, and hand crafted art work, just to name a few.
Please consider helping us with a donation this year. I know
that your gift will make a difference in the lives of those who
have Chiari and syringomyelia.

I am excited to have this opportunity to try and give back to
ASAP by helping at this year’s annual conference. For me
ASAP was the first organization I found after my daughter
was diagnosed with Chiari and syringomyelia 8 years ago.
I was scared and at a loss because I had never heard of
either of these conditions. Through ASAP.org I was able to
connect with other parents who were going through the
same or similar things with their children on the message
boards.

To contribute, we ask that you take a picture of your
donation, including the value and a brief description, then
email to me. This way if you are joining us for the conference
you can bring it with you, or as we get closer to our date,
it can be shipped directly to the hotel to avoid multiple
shipping costs. If you do not want to email, just give me
a call with a description and value of the item. With this
information we will be able to better plan our raffle and
auction. Thank you for your support of ASAP. Please feel
free to contact me at laurie@sugarlandpc.com or call 832754-5581 regarding donations or questions.

I found comfort knowing I was not alone and I had others to
connect with on bad or good days who would understand.
ASAP.org is how we found the best doctor for not only my
daughter but for all four of our children. For my family ASAP
has been priceless in helping me not only educate myself
through the years but it also helped me find a connection
through its support groups in my area.
Two years ago my friend who is a fellow Chiari mom and I
wanted to find a way to give back to ASAP. We decided to
host a Walk and Roll. Since then we have had the privilege

Pet Therapy

Medical Advisory Board Member
Takes New Position

Meet Ben E - the poodle who will be offering pet therapy
for the ASAP Kids For A Cure program this year in
Princeton, New Jersey. Register now for ASAP’s Chiari
& Syringomyelia Conference July 23-26, 2014! Use the
registration form inserted with the newsletter or go to
www.ASAP.org. Under Great Expectations’ drop down
menu click on Annual
Conference. On the
annual conference
page you will find
a side menu listing
registration. Click on
registration, fill out the
form, submit, choose
options and use PayPal
to complete.

John A Jane, Jr, MD joined the ASAP Medical Advisory
Board in 2009. His recent promotion as Director of the
Residency Program at the University of Virginia School
of Medicine and Medical Director of both its inpatient
and outpatient services has led him to step down as a
member of the ASAP Medical Board.
Dr. Jane wrote, “It has been my pleasure serving as a
member of the Medical Advisory Board for ASAP. This
is a wonderful patient advocacy organization and I have
learned a great deal from my interactions at the ASAP
meetings. There is a family atmosphere that I appreciate
greatly and have enjoyed getting to know everyone.”
We have been honored by Dr Jane’s involvement with our
organization as a pediatric neurosurgeon. We extend our
congratulations and best wishes for the future.
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Remember ASAP...
When It’s Time to Remember Loved Ones
Our appreciation to everyone who made a recent donation to ASAP on behalf of their friends / loved ones.
In Honor of Person
Donor

In Honor of Person
Donor

In Memory of
Donor

In Memory of
Donor

Chris Skeens
Thomas & Marsha Fullbright
Dan & Nancy Sutherland
Dick & Lori Sutherland
Jim & Victoria Sutherland
Mike & Mary Sutherland
Patricia O’Connor
Vince & Ruth Ann Mocini
Timothy & Barbara Sutherland
Doug Kindlon & family
Timothy Kindlon
Gabrielle
Davide Pascucci
Guy & Marlene Petersen
Lyndon & Teresa Larson
Doug and Martha Leerssen
Harriet Meier
anonymous
Heather Routledge Coon
Maureen Routledge
Jack Nanbergs Bar Mitzvah
Ross Reisner
Stephen and Arlene Sharkey
Jackie Massman
Henry Massman
Jacqueline Babitts
Steven and Rosa Babitts
Jerry & Alice Sullivan
George & Elizabeth Zwierzynski
Kathi Hall
Shelley Norris
Judy Dragiewicz
Kaylie Jackson Lemmon
Clevie Luckadoo
Kelly Homann Whitehead
Diane Homann

Kevin Claver
Robert Claver
KimberLee Mikulis
EmmaLee Mikulis
Kristen Woods
Denise Beharry
Lance Bowman
Ann Propst
Lee Miller
Rick Ellsworth
Liam Fitzpatrick
Michael Worsham
Lisa Underhill
Michael Monroe
Michael Kirlin
Marcia Kirlin
Gwen Kirlin
Mikal Gasch
Cindy Gasch
Mockler Family
Cecila Fitzpatrick
Patty Gary
Kenneth Gary
Robert Elliott
John elliott
Sandra Kay Forsberg
Daniel Forsberg
Sean McCarthy
Melinda McCarthy
SM’ers
Cheryl Foster
Taryn Gardner
Greg Boggs
Tristan Ford
Jennifer Ford

Angela Mack
John & Beverly Curcuru
Ann Priester
Aiden & Michaela Faulkner
Giuliana Rayno
Barbara and Lewis Hart
Barbara Bockoff
Carol Sue Coden
Carol Simon
Bernie Miller
Lee Miller
David Bryan
Patricia Jenkins
Don & Barbara White
Julie Jarvis
Emmett Priest
Cheryl Priest
George Myers
Lisa Striebig
George Myers
Susan Linton
George Samuel Myers
Keith J & Carol L Wilkins
Gordon DeMars
Guy & Marlene Petersen
Megan Reynolds
Mairead Reynolds
Nick Grigg
Walter & Suzanne Chisum
Robert Amundson
Richard & Heidi Diven
Robert S Schloss
Ira and Brenda Schloss
Shirley Johnson
Karen Johnson

Siegbert Oppenheimer
Margot Oppenheimer
Wesley Edwin Hall
Ed & Kathie Hall
Wilbur Chapman
Robert DuBois
Jesse Johnson
Kenny & Darlene Wilhite
Bobby & Jan Littlejohn
Sharalynn Rocha
Bill & Susan Adams
Dorsie Bryant & Family
Tim & Diane Morris
Becky Wood
Randy & LeAnn Monroe
Lola Kliewer
Jeremy & Jeanna Welch
Glenda Schroeder
James Shearer
Jerry & Ethel Bradford
Kelly & Leslie Yauck
Lyndon & Joann Imke
Mary Ann Christopher & family
Ray & Elaine Dickerson

ASAP History
After hearing a television news story in 1988, Barbara White
discovered the Bobby Jones Open, an annual golf tournament held to
raise money for SM research. That summer, Barb and Don attended
the Open in Michigan. Four people diagnosed with syringomyelia
were present and it was the first time most had met another person
with the disorder.

Contact Information

American Syringomyelia & Chiari
Alliance Project
Mailing Address:
		

Robert A Jones, the BJO founder later served on the ASAP Board
of Directors for many years. The organization supported ASAP in
multiple ways through the years and continues to fund the 800 line,
college scholarship program and assistive equipment grant. It is a
partnership that has lasted for 26 years.

PO Box 1586
Longview TX 75606-1586

Physical Address: 300 North Green Street, Suite 412
		
Longview, Texas 75601		

Every year since 1979, Bob Joneses from around the world have
gathered to play golf in honor of the “original” Bob. Over 350 Bobs
from 38 states and 4 countries have participated in the tournaments.
The Bobby Jones Open is committed to providing continuing support
for syringomyelia research, rehabilitation or related subjects in a
relentless search for a cure for this crippling disease.
The 36th annual Bobby Jones Open will be held at The Golf Club Star
Ranch in Hutto, Texas (just north of Austin) on June 8-11. For more
information visit www.bobbyjonesopen.com.
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Phone:

903-236-7079

Fax:		

903-757-7456

Toll-free:

800-ASAP-282 (800-272-7282)

Staff:

Patricia Maxwell & Jamie Mayhan

Email:
		
		

info@ASAP.org				
Patricia_Maxwell@ASAP.org
Jamie_Mayhan@ASAP.org

AZ (Arizona) Syringo & Chiari Support Group
Contributed by Kathleen Hall
The AZ Syringo & Chiari Support Group, a statewide
organization founded in the late 1980s, has grown to over
200 members, with our membership rolls adding new people
weekly. Some attend regularly and some have visited and want
to remain on our email list to receive information as an option.

others, including physicians who
refuse to acknowledge our illness!
We felt unique and alone with these
disorders in the 70s, 80s and 90s
but now find that they are not rare
anymore as we meet more people
each year. Very young children, some
infants, to the older “young at heart”
make up our ranks, and we welcome
you all!

In 1988, the first ASAP conference in Colorado was attended
by several people from Arizona who, prior to their meeting
at the conference, had not met others with their condition.
Returning home to Arizona with their knowledge and plans to
meet and discuss their neurological conditions, they gathered
for the first few years at the home of a member until larger
accommodations were needed.

From that first annual ASAP
conference in Colorado in 1988,
our group has grown, as has ASAP’s
prestige and reputation because of the quality of membership
of its lay people, Board members and Medical Advisory Board
who back the organization all the way.

Through the diligence, persistence and hard work of our two
founders, Judy Dragiewicz and Shelley Norris, our support
group was reorganized in 2000, and through Shelley’s
efforts, we obtained a larger meeting room at the St. Joseph’s
Outpatient Rehab Building. Shelley had experienced several
surgeries elsewhere and after getting to know the rehab staff
where she was sent for her recovery, thought the facility and
location in Central Phoenix ideal.

We as support group members and leaders are here at the
local level to convey ASAP’s outreach in any activity at any
opportunity that presents itself. As for attendance at our
meetings- for us, it is reaching our members and prospective
members at every possible level: our blog, by phone, email
and FaceBook as you will never know what media touches a
person or motivates their interest into finding positive support.
Attendance for us is never about the amount or number, it is
simply being present for anyone who wanders in looking for a
friend, support or information, or all three. Chronic conditions
take a horrendous toll on all of us, the diagnosed and the
caretaker. Learning to adapt and cope is an ongoing process,
some of us have dealt with for many years but can always
pick up new tricks from those fresh from decompression or
diagnosis.

In 2006, Judy and Shelley both decided to “step back” and
take on advisory roles as needed. We designed a blog www.
azsyringochiari.wordpress.com (the current one). A committee
worked on a trifold brochure, which has our local group
featured with our own designed logo, a very cool ribbon, and
zipper! Our AZ Syringo & Chiari Support Group’s September
Awareness Proclamation is a permanent document issued in
our AZ State Senate, 2008. We must now work on obtaining
the same for a Syringo Walk in 2015.
In January of 2014 we were granted a meeting room in the
main building of St. Joseph Hospital and Medical Center. The
rooms may alternate, if we have to adjust our new schedule
due to a holiday weekend, there will be an ample time
schedule arranged. The rooms are larger and easy to access
and a bonus is the ability to have Wi-Fi and large screen
viewing for all attending. Parking is available in Parking
Garage 6, also Garage 3, plus there is a reduced fee for
parking on Saturdays. Family and friends are encouraged to
attend with you and learn who and what we are about!

If you ever visit Phoenix during one of our scheduled meetings,
please join us. You can contact us at arizonasyringochiari@
gmail.com. Our meetings take place in January, April, July,
October, and December- the third Saturday of the month
unless that weekend is a holiday. (We’ll meet the Saturday
before the holiday weekend).
Time:
11: 00 am to 1:00 pm
Location: St. Joseph’s Hospital
Dining Room A or we will notify
350 W. Thomas Rd.
Phoenix, AZ 85013

We also have featured speakers covering a variety of topics
who attend our meetings. Please join us and share your
questions, concerns and thoughts. We look forward to meeting
you!

Email or check our blog for our next meeting date. We also
have “Meet and Greets” during our off meeting months.
Meeting date reminders posted on ASAP email blasts, and via
our FaceBook page invites!

In addition to growth of membership over our group’s time
span, we have seen many changes. Diagnostic procedures,
types of disorders and conditions added to our list of
suspected causes of chronic pain. We are only now seeing
what lies out there and trying to educate ourselves and

[Editor’s Note: The July meeting has been cancelled. Next
meeting date is June 21.]
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ASAP’s Mission: to improve the lives of persons affected by syringomyelia,
Chiari malformation and related disorders while we find the cure.
ASAP Board of Directors

ASAP Medical Advisory Board

Patrice Schaublin, President
Annie Chapman, Treasurer
Kerry Chu, Secretary
John Caemmerer
Bill Hagelgans
John Heiss, MD
Robert Keating, MD
Cathy Tufts
Lori Tutrow
Erol Veznedaroglu, MD

John Heiss, MD
NIH/NINDS
Ann Berger, MD
National Institutes of Health
Gerald Grant, MD
Duke Medical Center
Bermans Iskandar, MD
University of Wisconsin-Madison
Robert Keating, MD
Children’s National Medical Center
Roger Kula, MD
North Shore Univ Hospital
Lance LaCerte, Psy D
Spine Center of Innovation
Arnold Menezes, MD
Univ Iowa Hospitals & Clinics
John Oro’, MD
Neurosurgery Center of Colorado

ASAP Connections
The American Syringomyelia & Chiari
Alliance Project (ASAP) is a tax-exempt
501(c)(3) organization. Our goals include
providing a clearinghouse for information
on syringomyelia (SM), Chiari malformation
(CM), and related conditions.
We offer a supportive network of programs
and services and fund research to find
better therapies and cures. ASAP is
supported by tax deductible donations.
ASAP Connections is published quarterly
for ASAP members. Your contributions
of articles, letters, and photos are
encouraged. The editor reserves the right
to edit any article in order to accommodate
space.
Email: Patricia_Maxwell@ASAP.org
Mail: ASAP Connections
PO Box 1586
Longview TX 75606
ASAP Connections Editor: Patricia Maxwell
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Welcome to the New Kids’ Connection
Hi, my name is Laurie Swihart. I am very excited to let you know that Kaylee Tutrow and
I will be taking over the Kids’ Connection newsletter. We are both looking forward to
hearing from you all and we hope you will enjoy these newsletters. If you have any
questions or ideas, please email us. Here are some interesting facts about me. I am a mom
of 4 awesome kids. I have two girls, Caroline, 14, Isabelle, 12, and two boys, Charlie, 12,
and Nicholas, 10. They all have Chiari, syringomyelia and EDS. I am married to a really neat guy we call Mr. Charles.
We live in Texas which means we love football and we are huge Texans fans! We have three pets, our puppy Sam, Leo
our cat, and a fish named Swimmy. I have been involved with ASAP for several years. I had the privilege of meeting
Kaylee and her family two years ago at my very first ASAP conference. The picture to the left is of the two of us at last
year’s conference. I think one of the best things about ASAP is its help in making connections between people that can
turn into a lifetime friendships. Here are a few words from Kaylee about herself.
Hi everybody! My name is Kaylee, I am 17 years old and I live in Indiana (Go Colts!). I live with my mom, dad,
and my younger brother Keegan who is 15. Here are some things about me. My favorite color is purple, I have a beagle
named Fred, and I love riding horses. I’m so excited to hear from all of you and get to know you! I was diagnosed with
Chiari malformation in fifth grade. Both my brother and I have the condition. Since I was diagnosed, I have had surgery
and been diagnosed with other conditions like Ehlers-Danlos syndrome. I have been involved in ASAP for a few years
now, and especially enjoy going to conference and hanging out with the other kids.

~ASAP 2014 Conference Corner~
Every year, ASAP hosts a conference where doctors, families, and friends get
together. This year, the conference will take place July 23-26, at the Westin
Princeton at Forrestal Village. My favorite part of the whole event is spending
time in the Kids For A Cure Club room. While the doctors talk to the parents, we
all spend some time together in another area. In the past, we have done arts and
crafts, danced, been visited by therapy dogs, and had a private meeting with a
brain specialist who answered our questions. There is something for everybody to do! If you want to
come to conference this year and join us in the kid’s room, have your parent register at ASAP.org.

Pen Pals
We are trying to start a pen pals program so that all of us kids can talk to

Coming up next in
Kids’ Connection…

one another and hopefully even make some friends! If you want to join
the program, please email us. You could start by telling us your name

In the next newsletter, we

and a little about yourself. What is your favorite color? What condition

will be interviewing a child

do you have? What do you like to do for fun? How old are you? Once
you send your email, we will put all of the kids together on a list and we

life specialist and asking her

can all email or write back and forth. We’re really looking forward to

your questions. You can ask

hearing from you! If you just want to chat or have suggestions for the

her about your disorder,

newsletter, please email.

your friends or family, or

We hope you all are having a great school year and are excited to talk

suggestions for fun things

with you!

you can do. We will compile
a list of as many as we can.
The questions and answers

Just for Fun

will appear in the
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ASAP’s Chiari & Syringomyelia Conference
July 23-26, 2014
Attendee Registration Form
Pre-conference registration closes July 10

Contact Information
Name:
Address:

Phone:

Email:

Additional Attendees

Please add contact information if different from above, including ages of children.

Name:
Name:
List additional attendees and contact information if needed on back.

Fees

Number

Sub-total

Adult registration by July 10 (includes banquet):

x $160.00

Children’s registration: ages 6 - 15 (includes banquet):

x $ 85.00

Additional closing banquet tickets:

x $ 65.00

Family pack: 2 adults, 2 children (ages 6-15)

x $450.00

(Includes banquet)
Number of vegetarian entrees banquet:

___

Special diet request: ___________________________
Note: By submitting this form and/or attending the conference, you agree to allow ASAP to use
photographs and/or videos taken of you in ASAP's promotional materials. You understand that ASAP will
not publish or record any personally identifiable information without your express written consent.

Payment Information
I want to make a donation. Scholarship Fund $
Payment Type:

Check

Credit Card Type:

Visa

Credit Card
MasterCard

Conference Sponsor $ ___________

Total Amount Enclosed (see sub-total above): $ _________
Discover

American Express

Cardholder Name (please print):
Credit Card Number:

Expiration Date:

Cardholder Signature:

Mail to:
ASAP Conference Registration
PO Box 1586
Longview TX 75606

