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Teaming Together for a Bright Future
The theme for the 2014 conference is “Teaming Together for a Bright Future”.
This conference will provide an opportunity for you to learn all about
galactosemia today and to be part of the “team” striving for a bright future for
all galactosemics. The conference will address real-life situations faced by
those with galactosemia and offer practical strategies and tools that can
improve the quality of life for individuals with galactosemia and their families.
The conference will also feature the results of the latest galactosemia research
and opportunities to participate in ongoing research studies.
Through the various age group programs (Mighty-Gs, G-Force, Generation Gs,
and AGERs) and optional social activities, the conference provides opportunities
for children and adults with galactosemia to meet and make life-long
friendships.
All ages are welcome to attend the 2014 Galactosemia Foundation conference.
The General Session conference program is targeted for adults ages 18 and
older. We offer professional childcare services on-site at the conference by
specially trained staff for children from infants through age 12. The various
“age groups” have their own programs of on and off-site activities that are
designed for teen, young adults, and adult galactosemics.

Reserve your conference hotel room NOW before they sell out!
The Buena Vista Palace Hotel & Spa is offering a special rate of $129 per night
for “Resort View” guest rooms for conference attendees. Suites and rooms
with other views are also available (starting at $139 per night) with our group
rate. You will be offered an optional “Resort Fee” for an additional $8 per day
at check-in. If you choose to pay the additional $8 fee, you will get wired and
wireless in-room internet access, fitness center access, and a few other resort
amenities.

The Galactosemia Foundation is a national, non-profit,
volunteer organization whose mission is to provide
information, support, and networking opportunities to
families affected by Galactosemia.

Visit us online at galactosemia.org

Reserve your room today to take advantage of the Galactosemia Foundation
Conference room rate of $129.00/night. Make your reservations as soon as
possible before our room block sells out and the hotel sells out. Summer is the
peak season for tourists visiting Orlando and hotels often sell out – book now
so you have a room for the conference!
continued on page 2

The Galactosemia Foundation is a non-profit
charitable organization. Founded in February
1985 by a small group of mothers in New York,
We realize the need for further information
and networking between affected families and
professionals. Metabolic Clinics across the
nation continue to assist The Galactosemia
Foundation in researching families and
information. Today our mailing list includes
over 1000 families and extended families,
professionals and clinics, media groups,
donors, and numerous international contacts.
Objectives and functions are achieved by
unpaid volunteers.

Michelle Fowler, President
president@galactosemia.org

Planning to come to Orlando early or stay after the conference? You can take
advantage of our group rate during the weeks before and after the conference.

Scott Shepherd, Vice President
vicepresident@galactosemia.org

You can reserve your room in one of two ways:

Diane Flynn-Brake, Secretary
secretary@galactosemia.org
Paul Fowler, Treasurer
treasurer@galactosemia.org
Andrea Topper, Board Member 1
boardmember1@galactosemia.org

• Call the Buena Vista Palace Hotel & Spa Reservations department
at 1-866-397-6516
• Book on-line (no login required): reserve a room from the Galactosemia
Foundation block

Scott Saylor, Board Member 2
boardmember2@galactosemia.org

Registering for the Conference

Theresa Boehm, Board Member 3
boardmember3@galactosemia.org

Conference registration will begin in early 2014. Check the Galactosemia
Foundation website (www.galactosemia.org) in January to register to attend the
conference.

Dan Lambert, Research Team
research@galactosemia.org
Michelle Fowler
Conference Planning Team
conference@galactosemia.org

The cost to register for the conference will depend on when you register. The
earlier that you register, the lower the cost.

Denise Wilburn, Fundraising Team
fundraising@galactosemia.org

* There will be an additional activity fee (amount still TBD) for teens and young
adults that participate in the G-Force and Generation G programs. This additional
fee covers the costs of the various on and off-site activities that these groups do
during their programs.

Robyn & Jeremy Meek
Outreach Team
outreach@galactosemia.org
Mark Southard, Media Team
media@galactosemia.org
Angela Canul & Karen Haley
Newsletter Team
newsletter@galactosemia.org

Printing & Mailing Services,
Website Hosting & Design
Rick & Karen Haley, Print Plus
www.myprintplus.com
The Galactosemia Foundation publishes and delivers two
mailings per year. These mailings vary depending on the
conference years! If you have an article or a fundraising
event that you would like to have printed in the
newsletter please submit it to:

newsletter@galactosemia.org

The Galactosemia Foundation
P.O. Box 2401
Mandeville, LA 70470-2401
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Orlando Conference (cont’d.)

www.galactosemia.org

Type

Deadline

Registration Cost* ($ US)

Early-Bird

On or before May 1st, 2014

$99

Standard

On or before June 1st, 2014

$149

Late

After June 1st, 2014

$199

What is included in the conference registration fee?
The conference registration fee entitles each adult conference attendee to:
• Galactosemic safe breakfasts, lunches, refreshments, and snacks on Friday,
July 18th and Saturday, July 19th. (dinner is on your own each night)
• Attend all general session presentations and five break-out sessions
• Join us for fun social activities each evening

For each child (12 and under)
– the conference registration fee covers:
• Professional on-site child care from 7:00am to
6:00pm on Friday, July 19th and Saturday, July 20th
• Galactosemic safe refreshments and snacks while
in child care
• Galactosemic safe breakfasts and lunches (with your
family) on Friday, July 19th and Saturday, July 20th
• Attending evening social activities with your family
each evening
For teens and adult galactosemics
– the registration fee + activity fee covers:
• Galactosemic safe breakfasts, lunches, refreshments, and
snacks on Friday, July 19th and Saturday, July 20th.
• Participating in special programs targetted specifically
towards galactosemics with a blend of on- and off-site
activities
• Attending social activities each evening

Traveling to the conference

Dinner on your own
There are several restaurants in the Buena Vista Palace
Hotel & Spa that will offer a special galactosemic safe
menu before, during, and after the conference. The
galactosemic safe menu items will also be available from
room service.
There are also many restaurants in Downtown Disney which
are accustomed to accommodating guests with special
diets. You can make reservations up to six months in
advance at some Downtown Disney restaurants. If you
want to eat dinner at a Downtown Disney restaurant,
please make reservations as soon as possible – particularly
if you have a large party.
There are many other restaurants and grocery stores near
(but not in easy walking distance) the hotel.

Visiting other attractions while in Florida?
There are many attractions and exciting things to see and
do while you are in central Florida. Here are a few pieces
of information that may be helpful to you as you plan your
trip to the conference.

Flying to Florida

The Buena Vista Palace Hotel & Spa is within walking
distance of Downtown Disney where you will find many
shops and restaurants

The closest international airport is the Orlando International
Airport (MCO). There are other airports in central Florida
that may be cheaper or more convenient, such as Orlando
Sanford International Airport (SFB) or Tampa International
Airport (TPA), and others.

There are free shuttle buses that run approximately every
30 minutes between the Buena Vista Palace Hotel & Spa
and the Disney parks

To get from the Orlando International Airport to the
Buena Vista Palace Hotel & Spa
You can rent a car and drive (about 20 minutes), take a taxi,
shuttle bus, or public bus. The Orlando airport website
provides some approximate costs for these different
options. Mears offers the primary shuttle bus service
between the Orlando airport and the Buena Vista Palace
Hotel & Spa. The option that is most cost effective depends
on how many people are in your party.

There are no shuttles to Universal Studios, Sea World, Lego
Land, or other area destinations – you will need to make
your own travel arrangements if you want to go to a nonDisney property.
There is an Alamo car rental desk located at the Buena Vista
Palace Hotel & Spa.

Looking To Stay Connected Even More?

Driving to the Buena Vista Palace Hotel & Spa
The Buena Vista Palace Hotel & Spa is located at:
1900 E Buena Vista Drive
Lake Buena Vista, Florida 32830 USA

Be sure to ‘LIKE’ us on Facebook.
www.facebook.com/Galactosemia.Foundation

There is free parking available to hotel guests at the hotel.
www.galactosemia.org
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Galactosemia Conference
By Keith Topper
Although July 2014 seems like an eternity away, the next Galactosemia
Foundation Conference is only a few months away! It's very exciting
knowing that I'll be able to see my friends. Living so far away from
most of them, it's not easy to keep in touch. It's also a relief knowing
that for the few days that the conference lasts, I won't have to worry
about reading nutrition labels or ingredient lists. After all, the food at
the conference is all milk-free. I'm anxious to learn about any new
information that researchers have gained since the last conference. It's
always good knowing that progress is being made to help further
research of our allergy. I'm very excited about the upcoming

Why We Attend The Conference
By The Saylor Family
The countdown is on! We are less than nine months to the 2014
conference in Orlando. Back in 2008 my wife and I attended our first
conference in Chicago. Our son, Jake, was born in July 2007 with Classic
Galactosemia. At the first conference we heard so many viewpoints
and opinions from other parents. We quickly learned while you have
to entrust your doctor and dietician, you also need to do what you are
comfortable with in raising a galactosemic child. We decided after
that first conference that we would continue to attend to learn and
share our experiences.
We always learn new things at every conference from both the experts
and especially from other parents. Whether it is new App that tells
you what items in which restaurants are dairy free or a website that
sells dairy free cookies, it all helps. It is great to talk to the older
galactosemics and hear their experiences. They always have so much
to share. It is also great to talk to first time attendees and share our
experiences. One thing we learned early is don’t judge how others do
We find so many

positives as we come away from each conference that encourages our
family.
We also think it is important to come together as a galactosemic
community and make it known we all have a passion to find a cure and
improved treatments. We are only one family but if everyone at once
stopped going who would fight for our children? We need to continue
to raise awareness and attract researchers. Whether it helps my child
or not it is our goal to help the future galactosemics. We can only do
this together. That is why we continue to attend the conference and
I hope you do as well.

By Kimberley Malyn
10. Great People! Making new friends and getting acquainted with
familiar faces.
9. Food! There is galactosemic friendly food available at meals and
there is usually a great chocolate buffet and a dessert social. I also
like buying extra chocolate to take home with me.
8. Food! We have a chance to discuss our delicious recipes and we can
get tips from each other.
7. Information! I feel like I’m the first to know when there’s a new
development from research.

Galactosemia Foundation Conference!

things, different people have different views.

My Top 10 Reasons I Love
Attending the Galactosemia
Conferences

6. A sense of belonging! I love to get together with people that are
just like me. We can share our own experiences that are unique to
each of us and swap stories. We can help each other out by telling our
stories.
5. Fun! Great family-friendly activities for diverse interests. We had
a dance at the most recent conference and my whole family had a great
time.
4. Vendor Booths! We can find out about businesses that sell food
that is safe for us and even buy some food at the conferences (like the
chocolate). I even know about websites where I can get additional safe
food items because of the vendor booths.
3. Meeting People! I can personally meet the Galactosemia
Foundation board and see how much work they do for all of us in order
to put the conferences together and make sure we have safe food! I
can personally tell them thanks for all of their hard work.
2. I can participate in some of the research projects! It is helpful to
the doctors and to us; hopefully we can get more answers by
participating in the research.
1. Something for everyone! My children like being in groups with
people their own age. I got to attend a session for people my age at
the last conference too and I encourage you to come. I was in the
AGERS group last time and I got to know more galactosemics that are
in my age range. My husband and a few other spouses got to join us
in AGERS too and it was good for the spouses to be able to talk to each
other and get to know each other too. Please come to the AGERS group
at the next conference. The conferences really do have something for
everyone. Contact Kimberley Malyn at kmalyn@sbcglobal.net if you
have any questions about the AGERS group. The AGERS group for the
2014 conference is still in the planning stages so please also contact
Kimberley to let her know what expectations and goals you have for the
AGERS group. Your opinions are appreciated and if you tell about some
of your own expectations AGERS will be more meaningful to you.

www.galactosemia.org
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Calling all Golfers, hackers, and
anyone who wants to go out on a
beautiful Disney golf course and
chase around a little white ball!!
Come out and golf with Mickey, Goofy and Pluto at the
first ever Galactosemia Foundation Conference golf
outing. Okay, maybe the Disney crew will not be there,
but for those that have seen me golf definitely would
call me Goofy. The outing will be held on Thursday
morning with an 8:30am shotgun start and be over in
plenty of time to join the festivities of conference
registration. It will be a 4 person best ball format.
You do not need a full team of 4 to register, we will pair
you with other golfers as needed. Whether you’re the
club pro or only golf twice a year you are sure to have
fun while supporting the conference. This is a great
way to meet and network with other parents. Full
information on the outing will be posted on
www.galactosemia.org in the near future. You will also
be able to register to golf on the GF website by the time
conference registration opens in January. You will also
be able to become a sponsor or donate items on-line as
well. The cost is only $100 which includes: green’s
fees, cart, lunch, transportation and unlimited fun! If
you do not want to bring your clubs you can rent them
at the course as well.

G-Force
Ages 13-17
Are you a teen ready for some G-Force fun? Since we’re
linked for life, it’s time to take flight, to the place where
dreams really do come true! There's so much that we share,
that it's time to prepare; it’s a small world after all!
We recently corralled together in The Lone Star State not
long ago. It's time now to experience the magic and tropical
splendor of Orlando!
We've got oodles of fun planned under the sun for
galactosemic teens and their siblings. Our G-Force program
is designed to give youth between ages 13-17 a meaningful,
well supervised, safe, camp-like experience, while parents
are attending the conference sessions. Carefully planned
interactive activities and educational speakers include
dieticians and psychologists at the hotel to give us the
opportunity to gain important knowledge about
galactosemia to better our lives. Our exciting adventures
offsite, such as bowling and arcade games in Downtown
Disney provide the chance to have fun and make life-long
friends!
Here comes the sun, it's going to be fun in Florida at our
2014 Galactosemic Foundation Conference! We hope all
teens will join “G-Force” and be a part of our exciting
program for all teens!

JOIN THE FORCE!

Thursday July 17th 2014
8:30am shotgun start
transportation from hotel included.
Lake Buena Vista Golf Course

2014

Galactose

mia
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Foundati

Mighty Gs
A Program for 9 to 12 Year-Olds
As mentioned in previous newsletters, we are moving toward
forming a program for this age group.
For the 2014 conference, this group will still be in child care
but will be attending various sessions as they did at the last
conference. We are looking for two volunteers, who can take
them to and from their activities around the hotel and assist
during these activities.
If you are interested, please contact:
conference@galactosemia.org
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Galactosemia Foundation
  
9/9/13
Net F inancial Position
Our net financial position as of 9/9/13
Is as follows:
Assets
General Account
Research Account
Total Assets

$ 65,586.56
$ 93,258.27
----------------$ 158,844.83

Liabilities

( $ 48,800.00) (2013 Research Grants Remaining)

Net Position

$ 110,044.83
=========

K ey A ctivities


2014 Conference Incentive Program: The 2014 Conference Incentive Program is open.
This is an easy way to help offset the cost of attending the Orlando conference. All you
have to do is get your family, friends and co-workers, even friends of friends to donate
money to the 2014 conference and you could earn free registration, free hotel room
nights, and even free airfare. The key is all monies donated have to be directed to the
2014 conference to be eligible. Please look for a full breakdown and details of the
conference incentive program in this newsletter or contact me at
treasurer@galactosemia.org.



F undraising: There are tons of simple easy ways to raise money, from lemonade stands
to golf tournaments; our Fundraising Committee has put together some helpful
            fundraising@galactosemia.org. Remember the
Galactosemia Foundation is a Non-profit 501(3)(c) so donations are tax deductible.

.
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Share your events with all The Galactosemia Foundation members. If you have a galactosemia
event or fundraiser that you would like to have added to this calendar, please email newsletter@galactosemia.org

JANUARY

FEBRUARY

MARCH

APRIL

M AY

JUNE

J U LY

AUGUST

SEPTEMBER
28

17-19 GF Conference, Orlando, FL

OCTOBER

NOVEMBER

Galactosemia Foundation
P.O. Box 2401
Mandeville, LA 70470-2401

Galactosemia
Foundation
Linked for Life.

If you would like to sign up to
recieve this newletter via email
please go to our website:
www.galactosemia.org

Sarah’s Cure 5K Run
Decatur, TX

DECEMBER

