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You Won't Want to Miss
the 2004 Ehlers-Danlos

National Foundation
Learning Conference!

By Judy Giddy-King and the Volunteers of
the Western New York Group of the EDNF

\ / ith over 30 speakers, 20 of which
/ [ are physicians with experience of
working with Ehlers-Danlos Syndrome (EDS),
this year's conference promises to offer attend-
ees a wide variety of opportunities. Whether
you are part of a family that is dealing with
EDS or a physician that is learning about it,
the EDNF learning conference creates an en-
vironment where you can learn from experts

in the field.

Continuing Medical Education

Health Care Professionals note: Continuing
Medical Education Credits have been success-
fully applied for; we are currently waiting to
ascertain how many hours will be awarded.
To find out which sessions are eligible and for
how many hours, please visit our web site at

www.ednf.org for updates.

Who's Speaking?

Our keynote speakers — the experts in their
field (see pages 2 & 3) — will be bringing you
the latest on research developments in EDS.
For those dealing with the daily difficulties that
EDS or any other chronic illness may bring,
we have 10 professional speakers that will
be addressing unique techniques for the con-
trol of pain. Remember also, that with hun-
dreds of individuals attending, there will be
many different coping strategies to learn from!

Views expressed herein are those of the authors and should not be construed to represent the opinions or policies of the Ehlers-Danlos Foundation® and its elected officials.

The complete list of speakers crosses many
different categories, from Surgeons fo Research-
ers, from Pain Management Specialists to Ho-
listic Practitioners. Attendees will have an op-
portunity to learn a variety of simple, realistic
and feasible ways to improve their quality of

life.

Our Goal

We hope that as a result of this conference
we will be closer to achieving the following
objectives:

* More knowledgeable physicians and
healthcare professionals who can support
improved outcomes for patients with EDS

® Increased interest in research projects for
EDS

* Empowerment of individuals through the de-
livery of accurate information that enables
them to take a proactive role in dealing

with their EDS.
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“What can |

get from

coming to the
conference?”

e Over 30 “experts” provide the

opportunity to gain information that
will help your family.

With 100’s of attendees, there are
100’s of different coping strategies
and experiences to learn from.

Information flows much more
effectively in a face-to-face environ-
ment.

Learn from others who ask ques-
tions that you wouldn't have
thought of asking.

Hang out with others, who you
don’t have to explain EDS fo.

Learning, learning, and more
learning.

Fun and excitement. Learn how
others often tackle life’s challenges
with their unique sense of humor by
sharing time with new friends and

old.

(323) 651-3038
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Kelst Cerniar

What kids have to say about past conferences...

“I can’t wait to see all my friends again.”

“I' had fun watching Alberto do karate.”

“I had a lot of fun playing with my friends and swimming in the pool.”
“I got to spend special time with my mommy.”

“I met other kids who have EDS and are just like me.”

“I had a lot of fun, | did not want to leave.”

“It was lovely to meet some of you at the conference. | was sad that |

could only stay the one day.”

“It was really cool to meet other kids at the conference.”

The kids will be working on a Commemorative Banner at the conference.
Everyone is welcome to sign it and add their own pearls of wisdom.

The children will have:
 Opportunity to PLAY with each other.

* Nobody is “different” here.

A variety of activities are being planned for children ages 5 and up, as well as sessions for teens.
Parents must sign children under 12 years of age in and out of sessions.

* Opportunity to see that they really are NOT alone.
* Opportunity to learn from other kids, not just adults.

Although the Hyatt Regency has no pool, their guests are welcome to use the pool at the Olympia
Club, across the street, free of charge. Everyone should be aware that there is no lifeguard on
duty and the Olympia Club requires all children to be accompanied by their parent or guardian.

Special Note

It may be possible for attendees to take a tax-deduction for expenses incurred in attending this confer-
ence (fravel, food, lodging, efc.) under “Medical Education Expenses.” Check with a tax advisor/

accountant regarding your own personal situation.

.
Eonierence Agenda

An Upbeat, Informative Conference

July 14th, Wednesday, is set up mainly for the
group representatives meeting, held from 1:00-
5:00 PM.

July 15, Thursday, we have the opening ses-
sion, workshops, memorial service and the open-
ing reception. Be sure to join us at the Opening
Reception to hear Noah Baerman performing
compositions from “Patch Kit” as well as some
jazz standards.

July 16, Friday, workshops continue. Later that
day, around 3:00PM you will be on your own to
sightsee or relax, except for our lucky representa-
tives. The group reps will be meeting again for
part two of their group rep meeting, full of stimu-
lating ideas to take back to your group. Don't
worry group reps, we don’t plan to keep you all
night, probably from 3:00-5:00pm.

July 17, Saturday, we are very excited to have
the following speakers for the Medical Talks:

Dr. Peter Byers - speaking about The Types of
EDS and Testing in EDS, An Update.

Dr. Ulrike Schwarze - enlightening us about A
New Type of EDS - The Cardiac Valvular Form.

Melanie Pepin - speaking about The Vascular
Type of EDS - Assessment, Testing, and Treatment.

Dr. Anna Mitchell - discussing The Classical
Type of EDS - Moving Towards Laboratory Diag-
nosis in Real Time.

Dr. Clair Francomono of the Johns Hopkins
Bayview Medical Center, in Baltimore, MD - Up-
dating Us About Ongoing Research.

Dr. Mark Evans, Professor of Ob/Gyn at Co-
lumbia University, - speaking about Ob/Gyn s-

in EDS.
sves in EDS continued on page 3

Ehlers-Danlos National Foundation®
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An Upbecx’r, Informative Conference...continued from page 2

Workshops Thursday-Saturday
include the following speakers:

Dr. Patrick Agnew - Introduction to Identification and Management
of Common Foot and Ankle Manifestations of EDS

Melanie Pepin, MS, CGC and Dr. Anna Mitchell - Genetic Coun-
seling in EDS

Laura Koepp, Naturopathic Doctor, Certified Herbalist - Achieving
Better Health Naturally Through Nutritional Means.

John Corcoran, PT and Vincent Prospero, MS, PT - Treatment
Strategies for EDS and Techniques to Maximize Function and Indepen-
dence.

Karen Hamilton, MS,RD,CNSD - Nutritional Considerations for
Individuals with EDS, Oral, Enteral, and Parenteral Nutrition Therapy.

Nancy Wee - Introduction fo Tai Chi for People with EDS.
Dr. David Nelson Smith, MD, PhD - Headache in EDS.
Dr. Edward Craig, MD Surgeon- The Unstable Shoulder in EDS.

Dr. Petros Tsipouras - The Clinical Phenotype of the Ehlers-Danlos
Syndrome.

Teri Johnson and Michael Johnson, Reiki Masters - Energy
and Wellbeing - A “Hands On” Interactive Session.

Kathy Panepento, RN - Aquatic Therapy - An In the Pool Session.
Reverend Brian Smith - Depression and Coping Mechanisms

Dr. Susan Graham - The Heart and EDS - Testing and Management.
Dr. Tim Special - Prolotherapy - Stimulating Ligament Repair.

Dr. Mark LaVallee and Dr. Y.R. Kumar - Ask the Doctors - a
clinician’s view of EDS from two doctors who see dozens of EDS po-
tients.

Dr. Peter Byers, Dr. Ulrike Schwarze, and Dr. Anna Mitchell
- Laboratory Testing and Clinical Variability in EDS

Dr. Peter Byers, Dr. Ulrike Schwarze, and Melanie Pepin,
MS, CGC - Natural History of the Vascular Form of EDS.

Master Alberto Friedmann - Exercise and Ankle Therapy
Dr. Clair Francomano - Chronic Musculoskeletal Pain in EDS

Alfonse Muto, RPH, CCN - How A Compounding Pharmacy Can
Help An Ehlers-Danlos Patient.

Dr. Luther Robinson, MD and Kathy Verdaasdonk, MS, GCG
- Genetics 101: An Overview

Rev. Elsie Harnish - Deep Meditation.

Joanne E. Insull, MS - Program Director Upstate NY Arthritis Foun-
dation - Building Support Groups.

Speaker schedule is subject fo change without prior nofification.

Thursday, July 15, 2004

8:00am-5:00pm Registration Table Open
9:30am-5:00pm Childcare Room Open
10:00am-12 noon  Opening Session-General

Membership Meeting,

Presentation of “All Types of

EDS” CD-Rom
12:00pm-1:00pm  Buffet Lunch
1:00pm-5:00pm Board of Directors Meeting
1:00pm-2:30pm Workshop Sessions
2:30pm-2:45pm Break
2:45pm-4:15pm Workshop Sessions
4:30pm-5:00pm Memorial Service
5:00pm-6:00pm Relax until Dinner

6:00pm-10:00pm  Opening Reception /Dinner

Friday, July 16, 2004
7:30am-9:00am Continental Breakfast

7:30am-5:00pm Registration Table Open
8:30am-3:00pm Childcare Room Open
8:45am-10:15am  Workshop Sessions

10:15am-10:30am  Break

10:30am-12 noon  Workshop Sessions
12:00pm-1:00pm  Buffet Lunch
1:00pm-2:30pm Workshop Sessions
1:00pm-5:00pm Scientific Medial Advisory
Board Meeting

3:00pm-5:00pm Branch/Group Rep. Meeting
3:00pm- Free Time for Sightseeing,

Rest, Dinner on your own
Joint Board of Directors &
Scientific Medical

Advisory Board Meeting
Executive Board of Directors
& Scientific Medical
Advisory Board Dinner

4:00pm-5:00pm

6:00pm-2:00pm

Saturday, July 17, 2004

7:30am-9:00am Continental Breakfast
7:30am-5:00pm Registration Table
8:30am-5:00pm Childcare Room Open

9:00am-10:45am  Medical Talks
10:45am-11:00am  Break
11:00am-12:30pm  Medical Talks

Saturday, July 17, 2004 (continued)

12:30pm-1:30pm  Buffet Lunch

1:30pm-3:00pm Concurrent Workshop
Sessions

3:00pm-3:15pm Break

3:15pm-4:45pm Concurrent Workshop
Sessions

Relax until Dinner
Auction, Gala Banquet,
Award Ceremony and
Dance

4:45pm-5:30pm
5:30pm-Midnight

On Saturday Dr. Theresa Jaworski, PhD, specializ-
ing in Pediatric and Family Psychology, will be offer-
ing three support group sessions. Chird group ages
5-11; Adolescent group is for teens 12 and up; Fam-
ily group is for parents and caregivers.

Memorial Service

We will be remembering those who have lost their
lives to EDS with a service of remembrance on Thurs-
day, July 15, 2004. If you would like to have a loved
one mentioned during this service, we ask that you
send their full name and pertinent information and
photos to: Judy King, 1424 Losson Rd., Depew, NY,
14043.

Gala Banquet and Auctions

Saturday night be prepared for a night of fun during
our Gala Banquet and Annual Auctions. Please com-
plete the enclosed AUCTION DONATION FORM if
you would like to donate an item to the Silent or the
Live Auction. You may send your items ahead of
time or bring them witz you to the conference, but
please have the AUCTION DONATION FORM with
the item and send to Debra Premielewski, 69 Lyrae
Drive, Getzville, NY, 14068.

Sunday, July 18, 2004 is an opportunity for last
minute hugs, photos, exchange oFFi:onracr informa-
tion and a time for new and old friends to say good-
bye at the continental breakfast from 8am-9:30am.

C2iilgef o)
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Conference Headquarters

Hyatt Regency Buffalo

Two Fountain Plaza, Buffalo, NY 14202
(716)856-1234 » FAX (716) 8526157
www.buffalo.hyatt.com

You are responsible for making your own
reservations. Attendees can reserve a single,
double, triple or quad room at the Hyatt for
$99 per day plus applicable taxes. This
special room rate is in effect until
June 10, 2004 and is available from
July 12 through July 20, 2004. After-
wards, this rate will be offered on a space
availability basis only. Be sure to men-
tion you are attending the Ehlers-
Danlos National Foundation Confer-
ence to receive this special rate.

Handicapped accessible rooms are avail-
able upon request. If you need any other
special accommodations (e.g. refrigerator
for medications), please indicate that upon
reserving your room. The fee for refrigera-
tors is $10/day.

The weekend on which our conference falls
is an extremely busy one in Buffalo, so be
sure to book early. If you have any prob-
lems with booking or the hotel becomes sold
out, please call Judy at 716-685-4358 for

alternate hotel availability.

continued on next page

Conference 2004

Ehlers-Danlos National Foundation®
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Conference Headquarters...continved from page 3

Parking

Parking is available at the ramp across from the hotel at a rate of
$7.50/day. Parking for vans and RV’s is available in one of the
open lots located around the hotel.

Shipping Supplies to the Hotel:

When shipping supplies (medical/other), it is recommended that
you separate items that need refrigeration from those that do not -
clearly indicating which supplies need to be kept cool. Suggested
labeling below:

Your Name

Hyatt Regency Buffalo

Two Fountain Plaza

Buffalo, NY 14202

Hold for 7/___ /04 arrival
EDNF Conference Attendee

, guest

Traveling to the Conference

Buffalo is reachable from throughout the United States via the New
York State Thruway (-90), from Canada via the Queen Elizabeth
Highway (QEW) and by railroad via Amtrak from Chicago and
New York City.

Arrival by Air

The local airport is the Buffalo Niagara International Airport
(www.buffaloairport.com).

Taxis and Shuttles

Airport Taxi/I.T.A. Shuttle

(716) 633-8318 or (800) 551-9369

(716) 633-8294 (dispaich)

Wheelchair users should contact |.T.A. to meet their specific needs.

You will need to make your own arrangements regarding transporta-
tion to and from the hotel.

e The shuttle rate is $15 per person, one-way, or $25 per person,
round trip.

e Children under 6 years of age are free.

e Taxi service is $25, one-way trip for up to four people per car.

Arrival by Train

AMTRAK

(800) USARAIL (800) 8727245
Depew Station

55 Dick Road, Depew, NY 14043  (716) 683-8440

Taxi service from I.T.A. will provide is $25 per car (up to four
people).

Arrival by Bus

Greyhound Lines, Inc.

181 Ellicott St. @ N. Division
Buffalo, NY 14203

(716) 8557531 or

(800) 231-2222

Registration

Registration forms (in the center of this newsletter) can be mailed or
faxed to the Ehlers-Danlos National Foundation Western New York
Branch. You may also register on-ine at the EDNF website.

DO NOT mail or fax to the National Headquarters.

Mail:  EDNF-WNY Branch FAX: (509) 696-5821
1424 Losson Road
Depew, NY 14043

Please fax all late registrations after June 23, 2004.

www.amtrak.com

New York Trailways, Inc.
181 Ellicott St. @ N. Division
Buffalo, NY 14203

(716) 852-1750 or

(800) 2955555

Where to Call for Information about the Conference...

Ehlers-Danlos National Foundation-Western New York
(716) 685-4358 FAX [509) 696-5821

Your 2004 Conference Committee

Judy King (716) 685-4358 Kathy Panepento (585) 599-3868
Dawn DeWein  (716) 688-8291 Sue Ginley (716) 6460866
Joyce Lindskoog (585) 5867229

Ehlers-Danlos National Foundation
(323) 651-3038 ® FAX (323) 651-1366 ® E-maiil: staff@ednf.org

If you have a login and password to the secure members area at
www.ednf.org, please visit the conference message boards to find
out more.

BJO'JUPQ'MMM - eusan\ 4INd3 SLH EEIN '|6q0| BU”!DUJ QLH uo pa40:>0| GJDP UOHDJ!dXG d!qSJaqLualu INoA )paq:) GSDSH

/21 ON NuLed
HO “iemaN
aivd
abeisod 's'N
SSe|Q 1sild

paisanbay adiA1ag ssalppy

$0/5-87006 VD ‘sejebuy soq
00T @1NS “PA|g SIIYS|IAA 66E9

NOILYANNO4 TVNOILVN

SO|UDQ-s48|y3

o



(D

S
)

r . Lo
ONIENENCENREYSITAIioN

Auction Donation Form

Ehlers-Danlos National Foundation
Learning Conference
July 15-18, 2004 ¢ Buffalo, New York

Thank you for your contribution o the EDNF 14" Annual Conference
Auction to be held during the Gala Banquet on Saturday, July 17,
2004. This is a fun way fo benefit the EDNF.

Please complete the form on this side of the page, detach and mail
or fax it to the individual below with your donation, or bring it with
your donation to the conference. If the item is “hand-made,” please
indicate the name of the person who made it. Your donation is
greatly appreciated.

DETACH THIS HALF OF SHEET AND INCLUDE IT
WITH DONATED ITEM

Name:

Address:

City: State: Zip:
Country:

Telephone: Fax:

Description of item:

Special Instructions:

Estimated Value:

PLEASE MAIL DONATED ITEM ALONG WITH THIS FORM TO:

Debra Premielewski
69 Lyrae Drive
Getzville, NY 14068

Or bring this form with your donated item to the conference.

BUFFALO! What's in Buffalo?

The Hyatt Regency (www.buffalo.hyatt.com) in Buffalo, New York, is
the site for the Ehlers-Danlos National Foundation’s Annual Learning
Conference in 2004, and what a wonderful site it is!

e Direct access to the Metro Rail (www.nfta.com) is just a few steps
out the Main Street entrance. Once on the Metro Rail you will ride
above ground free of charge up and down Main Street as you
head over to Dunn Tire Park to catch a Buffalo Bison’s
(www.bisons.com) baseball game or down to the Erie Basin Ma-
rina and the Buffalo & Erie County Naval and Military Park
(www.buffalonavalpark.org).

e |f theatre is more your style, you're in luck because the Theatre
District is just a stones throw away from the hotel.

® Perhaps museums are more to your liking; in that case, a short taxi
ride will bring you to the Albright-Knox Art Gallery
(www.albrightknox.org) or the Buffalo Science Museum
(www.buffalomuseumofscience.org).

* If you enjoy shopping, you'll want to check out the specialty shops
along Elmwood Avenue or in the famed Allentown District.

e less than 30 minutes away by car, you won't want to leave Buffalo
without taking a frip to one of the Seven Wonders of the World -
Niagara Falls (www.niagarafallsstatepark.com).

e Try your luck at the Seneca Nation Casino (www.snfgc.com) on the
USA side of “the Falls” or Casino Niagara in Canada.

e Toronfo is less than 2 hours away.

Special Note

Traveling fo Canada: You will need to bring two forms of identifica-
tion, one of which must be a photo (e.g. driver’s license, passport,
birth certificate)

e Last but not least, don't forget the real Buffalo experience — the
food, such as Buffalo wings at the Anchor Bar (www.anchorbar.com)
where Buffalo wings were created and first served in 1964. Or try
other regional treats like beef-on-weck, charbroiled hot dogs, spicy
ltalian sausages and sponge candy.

* For additional information contact the Greater Buffalo Conventions
& Visitors Bureau at www.buffalocvb.org or 1-888-228-3369.

Conference Housekeeping

To help make our presentations as informative as possible, we will be
asking that all questions be held until the presenter opens the floor for
questions and discussion. Each person will be allowed 2-3 minutes to
ensure that everyone has an opportunity to speak. You will be re-
minded of this courtesy at the beginning of each lecture or workshop.
All sessions will begin prompitly!

Conference Taping Fund

The membership has expressed a desire that the conference be taped,
especially for those who cannot attend. We have investigated several
avenues and have received bids running from $7,000 - $10,000.
Unfortunately the high cost of this project greatly exceeds the budget
for our conference. We have fried fo use volunteers in the past, but the
enormity of the project made this very difficult. It has been suggested
by several members that we create a restricted fund that the members
may donate to, which will allow this project to proceed. If donations
do not meet the required amount this year, a restricted fund will be set
up to be applied to taping future conferences. Anyone interested in
donating to this fund, contact the WNY-EDNF at 716-685-4358 or
send your donation to WNY-EDNF 1424 Losson Rd., Depew, NY
14043. Make the check out to WNY-EDNF with the memo clearly
marked “Conf. Taping Fund.”



.
Cejplisrsies

S~ -t~

REGISITElion

Ehlers-Danlos National Foundation Learning Conference

July 15-18, 2004 ¢ Buffalo, New York

Personal Information

List all registering attendees:
(Please * those who are attending for the first time)

Name Date of Birth
Name Date of Birth
Name Date of Birth
Mailing Address

City

State/Province Zip
Country

Phone

Fax

Email

Check One: [ You May [ You May Not

Print the above information in a Conference Attendees List

Child Care/Registration

Day Care will be provided for children under the age of 12. Children
must be signed in and out by a parent. Play activities will be super-
vised by qualified individuals. In addition, there will be a variety of
planned workshop sessions and activities available for ages 5 and
up. Continental breakfasts, lunches and snacks are to be eaten with
the parents and are included in the registration fee. You have the
option of including the Opening Reception and the Gala Banquet.

[ Yes, | will need childcare

Name Date of Birth
Name Date of Birth
Special needs of child
Cost x Tickets Total

THREE DAYS (15,16,17)  $100 per child
All meals, with Opening Reception and Gala Banquet
THREE DAYS (15,16,17) $75 per child
All meals without Opening Reception and Gala Banquet
Thurs., July 15 $25 per child
All meals without Opening Reception and Gala Banquet
Fri., July 16 $25 per child
All meals without Opening Reception and Gala Banquet
Sat., July 17 $30 per child
All meals without Opening Reception and Gala Banquet

TOTAL $

Liability Release Clause

| understand and agree that neither the EDNF nor any co-sponsoring
organization, or facility, nor their respective chapters, officers, direc-
tors, employees, agents, member, or volunteers shall assume or have
any responsibility or liability for expenses or medical treatment or
compensation for any injury | or my child may suffer during or resulting
from our participation in this program.

Parent signature Date

FULL Registration

EDNF Member (Current Members)
(Includes: 3 breakfasts, 3 lunches, breaks, Opening Reception and
Gala Banquet.)

ADVANCE LATE X Number.
(Prior 6/15/04)  (After 6/15/04)  Attendees = Total
$200 $250

Non-EDNF Member (includes $25 membership)
(Includes: 3 breakfasts, 3 lunches, breaks, Opening Reception and
Gala Banquet.)

ADVANCE LATE X Number.
(Prior 6/15/04)  (After 6/15/04)  Attendees = Total
$250 $275

SINGLE DAY Registration

EDNF Member (Current Members)
(Single Day registration includes breakfast, lunch, breaks-it does not
include Opening Reception or Gala Banquet.)

ADVANCE LATE X Number
(Prior 6/15/04)  (After 6/15/04) Attendees = Total
$100/day $125/day

Non-EDNF Member (includes $25 membership)
(Includes breakfast, lunch, breaks-it does not include Opening Recep-
tion or Gala Banquet.)

ADVANCE LATE X Number.
(Prior 6/15/04)  (After 6/15/04) Attendees = Total
$130/day $145/day

ADDITIONAL MEAL TICKETS
Cost x No. Tickets Total

Branch & Joint Board Dinner Meeting

(Wed. July 14, for spouse or guest) ~ $15
Opening Reception (Thurs., July 15)  $30
Banquet & Dance (Sat., July 17) $35

Continental Breakfast (July 16, 17, 18) $10/day

Lunch (July 15,16,17) $18/day
Opening Reception & Gala Banquet ~ $60
TOTAL PAYMENT $

Method of payment:
1 Check/M.O. [ Master Card [ VISA [ Discover

Credit Card #

Expiration Date

Refund Policy

Refund requests must be received in writing and postmarked NO LATER
THAN June 23, 2004. A $50 SERVICE FEE will be charged for all
cancellations. No refunds will be issued after June 23, 2004.

| have read and accept the terms of the registration and refund policy.

Signature Date

To register, complete this form and
Fax fo: OR Mail along with payment fo:
WNY-EDNF EDNF Learning Conference
(509) 696-5821 WNYEDNF
1424 Losson Road, Depew, NY 14043



