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This year’s conference will
include:

Research updates: Find out about the
latest discoveries as well as what’s on
the horizon

Fellowship opportunities: There will
be lots of opportunities to connect
with others in the HPS/CHS Commu-
nity

Breakout groups: For adults with
HPS, parents of children with HPS
and spouses, partners, friends or other
supporters of those with HPS

HPS 101: For the newbies or those
that need a refresher, this session cov-
ers the basics of life with HPS

17th Annual
HPS/CHS

Conference

Healthy Living: Learn tips and tricks
for avoiding sickness and staying
healthy

The Young and the Breathless: How
does HPS affect your love life? Liv-
ing with a chronic illness can impact
marriages and romantic relationships.
Learn tips to cope. (This session is for
adults only.)

Women and HPS: Learn what
women with HPS need to know about
women'’s health issues

What HPS/CHS’ers should know
about Social Security, Medicaid and
Medicare: Do you have questions
about these federal programs? An ex-
pert will provide an overview and be
available to answer questions



Scrapbooking workshop: Learn  Annual Banquet: It’s all about
more about the hobby of making  dreaming big for the future during
scrapbooks. (See registration form oyr Slumber Party; without the
and bring several pictures) slumber!! (Over at 11pm!) Kids

Presentation in a Bag training:  2nd the young at heart can bring
Learn how to use this tool to edu- their teddy bears and wear

cate your doctors, their staff and ~ FAMILY FRIENDLY PJs!
your community about HPS. Be a

member of our game show audi-

ence as we use “Presentation in a

Bag” to bring our outreach to the [p today’s economy many may be

next level. wondering if you can continue to

Funding the Cure: Learn what participate in the conference.

others have done to help raise Here are some suggestions:
money (tag sales, bake sales, web

based donations) - it doesn’t take a make a presentation to your local

big bank account, only a willing Lions Club o
heart and some imagination. - ask your Commission for the
Blind or the Lighthouse

Kids Konference: This is a )
chance for the kids to make friends
and participate in meaningful ac-
tivities such as bowling, swim-
ming and RINGLING BROS. Bar-
num and Bailey Circus!!

Exhibit area: Exhibit tables will check to see if Conference travel
offer products and services of in- and expenses can be tax-
terest to those with HPS/CHS. deductible as medical education

CHS basics and fellowship: Spe-
cial sessions for families affected
by Chediak-Higashi Syndrome
(CHS).

ask your local Chamber of Com-
merce, Rotary Clubs, Boys and
Girls Clubs and religious organi-
zations

. some medical insurance compa-
nies cover medical lectures



KIiDS KONFERENCE
Saturday, March 20, 2010
Ringling Brothers & Barnum & Bailey Circus

Next door at Nassau Coliseum !!!

5-17 yrs old
Sunday, March 21, 2010
Bowling Alley Trip, Pool Party

(please bring bathing suits)
Child care will be provided by volunteers
however parents are ultimately responsible for
their children. There will always be child care
available back at the hotel for those who do not

want to go on field trips.

CHILD CARE

Child care assistance will be offered from 9:00AM-4:00PM
on Saturday and Sunday. Please reserve space for your
children in advance on the registration form. Understand
that our child care providers are all volunteers and that
each family is ultimately responsible for their own children.
We will provide activities and plenty of supervision. The
children will have a wonderful time. Your cooperation is

needed to support our volunteers.



HOTEL
SAVE MONEY WITH EARLY REGISTRATION

Call the HOTEL

and

make your reservation NOW!!!!

Conference Location:

Long Island Marriott Hotel
101 James Doolittle Boulevard
Uniondale, NY 11553
516-794-3800/800-228-9290

All reservations must be made no later than

Monday, March 2" to ensure the conference price!!

Hotel Regqgistration:

A limited number of rooms have been set aside for the HPS NET-
WORK. Special room rates for our conference attendees are $150.00 plus
tax, per room, per night. To ensure that you are properly charged, you
MUST request the group rate for Hermansky-Pudlak Syndrome Network.

Reservations may be cancelled up to 6:00PM on day of arrival or one
night room rate will be charged. Check-in time is 4:00PM; check-out by
12 noon. Attendees arriving before check-in time will be accommodated as
rooms become available.



CONFERENCE FEES/INFORMATION
Early Registration: through March 2nd

Adults - $65.00
Children under 12 - $30.00
Family of Four ~ $200.00

Circus Tickets $20.00
(age 5-17)

After march 2nd

Adults - $75.00
Children under 12 - $50.00
Family of Four = $250.00

In an attempt to keep the conference price as low as possible some
of our food is donated. We appreciate all the members who help us
with these donations. Please bring special meal items that your
family might need and extra food for those family members with
BIG appetites!

The Saturday night Family Gala Dinner will serve all attendees 15
YEARS and YOUNGER A “KIDS MEAL.”

Join us for Continental Buffet Breakfast (Bagels, Danish, Cereals,
Fruit, Coffee and Tea) available in the Hospitality Suite on Saturday
and Sunday morning beginning at 8AM.



DONATIONS

The Registration Fee does not cover the expense of the
Conference or the total price of the Circus. If anyone is able
to sponsor a family or make a donation, please call the
Network @ 1 (800) 789-9477.

DRIVING DIRECTIONS

From Manhattan, and points West:

Midtown Tunnel to Long Island Expressway (Rt. 495) East to Exit
38 Northern State Parkway to Exit 31A Meadowbrook Parkway
South to Exit M4 Nassau Coliseum. You will see the Marriott
Hotel.

From LaGuardia Airport:

Grand Central Parkway East to Northern State Parkway to exit
31A Meadowbrook Parkway South to exit M4 T Nassau
Coliseum.

From Kennedy Airport:

Belt Parkway East to Southern State Parkway East to Exit 22N
Meadowbrook Parkway North to Exit M4 7 Nassau Coliseum.

If vou are coming by train:

Take Long Island Railroad (LIRR) at New York Penn Station to
Westbury Train Station, in Long Island

Taxis are available at the train station.

All Seasons Transportationd 1 (516) 333-3131 $8.00 for one person.



PRELIMINARY CONFERENCE SCHEDULE
Friday, March 19, 2010

2:00PM  Conference Registration Begins
4:00PM  Development / Fundraising
5:00PM  HPS Presentations in a Box
6:00PM  Casual Dinner in the Hospitality Suite
7:00PM  HPS Annual Update — Adult attendees
(Child Care available for ONE Hour)
8:00PM  Family Game Night
Young Adults Dinner
HPS Network Puerto Rico Meeting
Saturday, March 20, 2010

9:00AM - 4:.00PM
Registration and Child Care
Our Family Album: Getting to Know You
Science Track/Psychosocial Track
Sunday, March 21, 2010

7:30AM  Sunrise Sessions-Interfaith Meditation
9:00AM-4:00PM
Medical / Scientific Sessions

HPS CONFERENCE DINNER
Saturday Night 6:00PM  Ballroom

Cash Bar, Great Food, DJ, & Dancing
(price included in registration fee)

For those not registered with the conference
$45.00 per adult / $25.00 per child

Please note that children ages 15 and under will be served a kids meal.
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