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By Scott Shepard, GF President
2016 Conference
I hope that everyone that attended the conference came away having made some new
friends, learned some new things about galactosemia, and feeling positive about our
future like I did. The highlight of the conference, for me, was the Talent Together social
on the Friday evening of the conference. I
was amazed and inspired by all of the talented people in our community. You can see
a couple of videos from the 2016 Talent Together on our Facebook page. Thank you to
Korissa Olson and Dr. Nancy Potter who came
up with the idea to have a talent show at the
2016 conference and to Korissa Olson for her
leadership in making it happen. Also, thank
you to all of you that shared your talents with
us! If you missed the 2016 Talent Together, don‘t
worry…we are already planning for the 2018 talent show.
Our conferences are truly amazing and complex
events that require a tremendous amount of planning and team work to bring to life. We had over
60 volunteers on-site and almost 50 speakers,
also volunteers, at the 2016 conference. I would
like to recognize and thank the 2016 conference
committee:
Stacey Aurzada – Mighty G & No Whey Café
Jill Donovan – Speakers & Presentations
Korissa Olson – Talent Together
Linda Manis – Generation G
Kimberley Malyn - AGERs
Susan Smith – Conference Coordinator
Jeannine Quam – G-Force
Karen Zupancic – Eventbrite Registration
I would also like to thank the Galactosemia Foundation board members for their dedication and
hard work in planning and executing the conference flawlessly as a team.
2018 Conference
Mark your calendars now for the 2018 Galactosemia Foundation Conference. The conference
will be held on July 14-16, 2018 at the Denver
Marriott Tech Center hotel. Our 2018 conference
fundraising incentive program is now active!
Raise and donate funds to the Galactosemia
Foundation General Fund to receive complementary tickets and travel reimbursements to attend
the 2018 conference. See

http://www.galactosemia.org/2018-conferenceincentive/ for more details).
Please email conference@galactosemia.org if you
are interested in joining the 2018 conference
planning committee.
New Board and Committee Members
The Galactosemia Foundation began our biennial
recruitment effort for new board and committee
members during the 2016 conference. We will be
filling two board positions and numerous committee member positions this year. If you are interested in joining a committee, please contact Scott
Saylor (scott.saylor@galactosemia.org) for a volunteer interest application.
Our process for filling board positions includes an
initial screening of volunteer interest forms, followed by an application for those interested in
board positions. We then conduct phone interviews with candidates and complete background
checks. Finally, the existing board members review applicants and vote on who to extend offers
to.
I am pleased to announce that Layne Long has
joined the Galactosemia Foundation board of
Directors. Layne is a project manager in the oil
and gas industry in Texas and the mother of a
daughter with classic galactosemia. Layne is
filling a vacancy on the board left by Andrea Topper‘s retirement from the board at the end of her
term in August 2016.
We are still reviewing candidates for the second
board position that we intend to fill in 2016 and
hope to announce the new board member soon.
Continued on page 2...
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By Wyatt Yue
To many researchers and students, metabolic enzymes and associated disorders
are merely chemical reactions in a biochemistry textbook, annotated with arrows,
crosses and symbols. We learn them, we
teach them – and we forget them.
But not to the families, friends, volunteers
and researchers of the Galactosemia Foundation – a metabolic disorder is part of
their life-long stories, which I have had the
honour to experience when attending their
conference for the first time in Atlanta this
year.
Checking in at the conference venue,I anticipated that this is going to be a fun and
exciting event – a good remedy for my

transatlantic jetlag. I was very
soon blown away by the sheer
scale, energy, and togetherness
in this community. Through talking to the families, volunteers,
and researchers, I felt that in
three days I have become part of
this community too.
I had the great pleasure to speak
to some families, and witness
their all-out participation from
parents to toddlers to children to
siblings to grandparents – there
is simply a session for everybody
and for every age group (I particularly like the sound of ‗cooking
demo‘ and ‗fundraising 101‘). I
was overwhelmed by their eagerness and determination to find
out everything they can about
galactosemia – a model example
and lesson for my researchers and students. There is no doubt the families are
the real experts and true heroes in galactosemia.
I much enjoyed getting to know the teams,
staff and volunteers behind the Galactosemia Foundation. I thank them for their
invitation for me to attend. I respect them
for the time, effort and selflessness to build
this community. To organise this very successful conference event every two years is
an admirable feat. But of course, this is not
down to just organisational, logistics and
administrative skills. It is done in love, care
and friendship. You can tell when speaking
to them.
I also got to finally meet the researchers

and clinicians working closely with this
community, some of whom I had previously
communicated by emails. Sharing with
them our vision, hypothesis, results and
challenges in the research, I felt the spirit
of collaboration and the sense of helping
out each other. No academic competition,
red tape and constraints should apply here.
After all, this is one team working together
for one cause.
I am also grateful for the opportunity to
share our research in the biochemical and
structural properties of enzyme defective in
galactosemia, GALT. This research is carried out at the Structural Genomics Consortium (SGC), University of Oxford. At the
SGC, we accelerate early stage therapeutic
research, by making all our reagents, outputs, and knowledge open to the public
domain without restrictions, with the intention to jump start and crowdsource downstream pre-/clinical studies from any institution in the world.
We do this because, like the Galactosemia
Foundation, we recognise it is ‗stronger
together‘ and not in isolation, that will
make the difference and lead to quicker
patient benefit.
The next step of our research is to take onboard the biochemical and structural
knowledge for GALT for the design of small
molecule therapy.
I am thrilled to have established collaborations with fellow researchers in this community, and I look forward to sharing my
results in the next Galactosemia Foundation Conference (July 14-18, 2018 marked
on my diary).

C O N T I N U E D F RO M P AG E 1 . . .
Stronger Together
Our theme for the 2016 conference was
Stronger Together. Although the 2016
conference is over, it remains true that we
are stronger together. I encourage you to
add your strengths and become involved in
the Foundation through volunteering, serving on a committee, fundraising, or advocating.
We are stronger when we work together as
a galactosemia community and even
stronger when we work together with the
broader rare disease community through
our membership in the National Organization of Rare Disorders (NORD). Please
mark your calendar for Rare Disease Day
on February 28th, 2017 and make plans to
share your stories and promote awareness
of galactosemia in your community.

Meet New Board Member—Layne Long

GF welcomes Layne Long as its newest board member.

Layne Long joined the Board in 2016 after
attending several conferences and serving

on the Outreach Committee after the 2012
Orlando conference. She lives in Katy, TX
with her husband, James, and two children
Austin and Brooke. Brooke was diagnosed
with galactosemia at 5 days old in 2006
when she contracted E-coli meningitis. She
is now thriving socially. Brooke is actively
taking horseback riding lessons, loves to
craft and cook and has been in Girl Scouts
and cheerleading. Austin is active in FFA
and his high school wrestling team.
Layne has been Assistant Project Manager
in the oil and gas field in Houston, TX for
the last 3 years. She and James volunteer
on the Transportation Committee for the
Houston Livestock Show and Rodeo. She is
also working on her Sign Language Interpreter Certification. When she does have a
free moment, Layne enjoys reading and
anything involving the outdoors.

G a l a c to s e m i a G a z e tte
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THE FORCE (G-FORCE) UNITES, LINKS
By Tyler Quam
G-Force launched in 2010 at the Minneapolis
conference for teens living with galactosemia
and their siblings. Since day one, programming
has centered on building friendships, education
and our Stronger Together mantra. Having the
unique perspective of being both a G-Force
participant and volunteer, I have personally
witnessed the overwhelming impact the program has had on fellow G-Forcers and the entire Galactosmia Foundation family. Our program has grown into an integral part of each
conference and created a space for youth affected by galactosemia to share, learn, experience new adventures and develop life-long
friendships. It is a truly remarkable, inclusive,
experience; allowing everyone to feel a sense
of belonging and freedom to be themselves. GForce is comprised of a network of people from
across our country and around the world. Each
year there are individuals who join the program
for the first time, some having never met anyone before living with galactosemia, and there
are others who have been coming to conferences for many years. We each have our own
skill set, experiences, hopes and dreams, stories and passions; however, one thing is certain, all G-Forcers and GGs are united by an
incredible ability to be resilient and share in the
common bond of living with galactosmia.
I vividly remember my first galactosemia conference. It was the first time I had met anybody
else with galactosmia from across the country
and around the world. I met Adam Manis along
with Chris and Keith Topper; over the last 8
years their friendship has been immeasurable
and I consider them each a part of my family.
We are all ―linked for life‖ for a myriad of reasons and we owe the Generation G and G-Force
programs, as being instrumental in helping to
kindle amazing friendships. With the integration of our collective resources and talents, the
opportunities are endless.
This year we touched down in the city of Atlanta, Georgia. New friendships were made as
we kick started our program with a comedic
magician and games like, Apples to Apples,
UNO and Things. We learned how to de-stress
and meditate using yoga techniques, engaged
in a game of Georgia‘s own Family Feud,
cooked up an array of delicious eats in the No
Whey Café, preformed together in the exciting
Talent Tonight program and choreographed our
own flash mob dance to Can’t Stop the Feeling,
before dancing the night away! After an afternoon of team building, we journeyed to the
Main Event where we bowled; played arcade
games, laser tag and billiards. We experienced
the World of Coca-Cola in downtown Atlanta,
learning about the history of the Coke Corporation and the top secret formula protected in the
vault, saw how Coke bottles their products,

Be sure to check out
www.galactosemia.org
for the latest conference
updates and news, Foundation information, research updates, and fundraising opportunities!

watched a movie about the company‘s global
impact, and finally tasted different types of
drinks from around the world. But the most lifechanging aspect of our time in Atlanta was getting to spend quality time with our friends, old
and new, while meeting extraordinary people, like
Solange Lanus from Argentina, who inspired us
to stay connected and be grateful for the resources we have living in the United States.
Adam Manis, Florida, enjoyed the conference
most because ―he was surrounded by his
friends” and loved “the magic and talent programs, along with bowling.”
Chris Topper, New York, “My favorite part of
the conference was meeting new people who
share the same rare, metabolic disorder. It’s
always nice seeing the same faces, and also
great making new individuals feel welcomed”.
Keith Topper, “My favorite part of the G-Force
experience, was and always has been, meeting people my age who can relate to having
galactosemia.”
Sarah Spaid, Tennessee, “My favorite part was
meeting new friends, going to the arcade, laser tag, bowling, and going to the Coca-Cola
museum.”
Jonathan Gershuny, Florida, “always likes seeing his friends, and meeting new ones… going
to the Main Event: bowling and playing air
hockey, as well as the arcade… eating extravagant chocolate and getting to take it home…
and really likes the feeling of being able to eat
anything on the galactosemia menu and talk
about various topics related to galactosemia.”
As we cheered on each other at our night of Talent Together, our unique strengths were beautifully shown, helping us to realize the opportunities are endless when we work together. Undoubtedly, living with galactosmia requires
strength and perseverance; the amazing thing
about G-Force and Generation G is that after the
conference many participants feel uplifted and
encouraged with more self-confidence and a
realization that they have a loving and supportive
family. Let‘s remember the fond memories we
shared in Atlanta and look forward to the excitement awaiting us in Denver 2018! We are
Stronger Together!

“We are all “linked for
life” for a myriad of
reasons and we owe the
Generation G and GForce programs, as being
instrumental in helping to
kindle amazing
friendships.”
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TURN SMALL IDEAS
By Scott Saylor
Since the 2016 conference I have heard
from so many new people that want to
make a difference fundraising. It is great
to hear from so many passionate people
who are wither starting a fundraiser or
are continuing to fundraise. Below are some
examples:

INTO

B I G W AY S

almost $13,500 to the Galactosemia
Foundation.‖ WOW! Thank you Scott
and Thank you PepsiCo!!
 Work for a large employer? Check to
see if the Galactosemia Foundation is
already an approved charitable organization for your company. If not, check

 President Scott Shepard

was able to get Galactosemia Foundation
added to the list of
charities supported by
his employer, PepsiCo.
Now that the Galactoemia Foundation is an
approved non-profit
program any PepsiCo
employee can make
donations through payroll deductions. Scott‘s
own words were ―This
approach - getting colleagues to designate
the Galactosemia Foundation for donations
through payroll deductions - has been very
successful in raising
funds with a very small
amount of time and
work on my end. I
spend less than 4 hours
per year on this effort primarily compiling my
list of people to contact, writing
emails, and then responding with
thank you emails. I have found my
colleagues eager to designate their
annual payroll deduction donations to
a cause that is important to a coworker rather than a 'generic' charity
benefiting strangers. The other great
thing is that the PepsiCo Foundation
matches any donation of $25 or more.
So far my colleagues and I and the
PepsiCo Foundation have donated

with your Human Resource Department to see if you can get GF added to
charity choice program and ask your
colleagues to support.
 Love of Dance benefits GF! Ann Hilton
put her love of dance to good use raising money for GF. She organized a
dance at a local dance center who
donated the space. She just completed her fundraiser but expects a
total donation over $6000.

TO

HELP

 Jackie Morrison found a way to help by

assisting us applying for a Grant from
a foundation run by her family. The
great thing is we can apply annually
for this Grant!
 Keegan‘s Kause by the
Foley family held another
NFL survivor pool. Pick
one team a week to win,
you cannot pick the
same team twice, if you
are the last person
standing you win ½ the
pot and the other half is
donated to GF. I personally have been eliminated fairly early but it is
a lot of fun and thousands of dollars are
raised for GF!!
 Who is ready for ―Blue
Jeans for Rare Genes‖?
This February in coordination with National
Rare Disease Day, February 28th or 29th we
want to have the biggest
ever impact by getting
everyone involved in
―Blue Jeans for Rare
Genes‖. Work with your
employer/school/
organization to see if you
can hold an event.
Employees/Students/
etc. pay $1, $5, or even
$10 to wear blue jeans
for the day, week, month of
February in support of rare
genes.
Please consider standing together with
us and starting your own fundraiser. We
have come so far but have much farther
to go to continue to build a better future.
If you have questions or need help email
fundraising@galactosemia.org or
scott.saylor@galactosemia.org.

Do you have a success story that you would
like to share? If so please e-mail
newsletter@galactosemia.org. We are always looking to celebrate achievements and
accomplishments.

Follow us on Twitter for updates and information!
@GalactosemiaFDN

G a l a c to s e m i a G a z e tte

P age 5

ZITI DINNER BRINGS IN THE
CHEESE—NO MILK FOR JOSEPH
By Nicole Casale
It was another successful
night at the No Milk for Joseph Fundraiser. This was
our third time hosting a ziti
lunch and dinner. While not
necessarily less work, there
were just a few less kinks that
needed to be worked out.
So the first thing to do, when
wanting to have a fundraiser
is decide what type you want
to have. Coming from an
Italian family, and having a
special place for pasta in my
heart, a ziti dinner is a no
brainer. Obtaining a venue
and a date is the next step,
preferable at no cost. I typically begin planning the event
3-4 months prior, and begin
advertising around 2 months.
You also need to decide what
activities will take place. We
have a DJ each year who
kindly donates his time. Have
something for the kids too, as
this is a family event. Each
year we‘ve gotten a balloon
twister which is always a big
hit.
Silent or raffle auctions are
typically a good way to increase profits. My goal is to
have at least 30 items for a
raffle auction. I do this, by
enlisting the help of friends
and family. Going to area
businesses is the number one

way to get donated items.
Have a business
letter with the
tax id and your
contact information along with a
flyer, and explain a little
about the disorder and why
there is a need
to raise money
and awareness.
There is also
50/50 raffle
items, along
with a big ticket item that we
sell tickets before and at the
event. In the past we have
raffled off an iPad, and a t.v.
This year we had a weekend
getaway to Cape Cod, and
Giants vs. Cowboys tickets.
Supplies and food- It‘s hard to
figure out exactly what you
will need. Talking to the
venue about events they‘ve
had is always a good idea.
Our list is always evolving. If
you haven‘t guessed, one
thing needed is food. Go to
grocery stores to see if items
can be donated. You will
need pasta, sauce (we make
our own), meatballs, salad,
dessert (cake). Local bakeries are great at donating
cake. For our event we want
everyone to be included so we

FL GALACTOSEMIA FAMILIES M EET

have vegetarian, diary, gluten,
egg, and nut free dinners and
desserts available.
Volunteers- Again, go to
friends and family to see if
there is interest. Also contact area colleges, and hospitals to see if there is interest.
Stay organized and make
sure your volunteer are evenly
distributed throughout the
night. You do not want to be
shorthanded during a lunch or
dinner rush.
Lastly thank all those who
made the event possible,
thank them at the event, and
then send thank you notes to
your volunteers and donators.
And when your all done, go
home and get a good night‘s
rest, you deserve it ;).

AT

DISNEY

FOR

“...the first thing to
do, when wanting to
have a fundraiser is
decide what type you
want to have.
Coming from an
Italian family, and
having a special place
for pasta in my heart,
a ziti dinner is a no
brainer.”

DINNER, FUN
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G A L AC T O S E M I A F O U N DAT I O N L AU N C H E S L A RG E S T - E V E R
S T U DY O F G A L AC T O S E M I A
Deerfield Beach, Florida, November 1st,
2016—Galactosemia Foundation has
launched the largest-ever study to research
galactosemia that increases the likelihood
of speech and language, fine and gross
motor skill delays and cognitive and behavioral disabilities, and premature ovarian
insufficiency (in female patients). Galactosemia currently has no cure.
―The Galactosemia Patient Registry will
provide a baseline picture of each patient‘s
experience with galactosemia,‖ said Seth
Schwartz, Galactosemia Foundation.―We
are launching this initiative to help fill the
missing link researchers and medical experts need to advance research and hopefully get closer to treatments."
To help drive awareness and participation,
the Galactosemia Foundation will launch a
social media campaign through active
Facebook galactosemia pages, the Foundation newsletter, and the Foundation twitter
handle.
―Our goal is to enroll as many patients, or
their parents or legal guardians, as possible,‖ said Schwartz. ―The success of the
registry is dependent upon community
participation.‖
The Galactosemia Patient Registry is a
natural history study that consists of electronic surveys to collect information about
the patient experience and disease progression. Patients, or their caregivers or
guardians, can enter information from anywhere in the world. The data is made
anonymous and stored securely in an
online portal called a registry. The Galactosemia Foundation may share the data but
not your personal identifying information
with individuals or institutions conducting
research or clinical trials, as approved by
the study‘s governing board that includes
scientists, doctors and patient advocates.
The Galactosemia Foundation is launching
the study in collaboration with the National
Organization for Rare Disorders (NORD), an
independent charity that built its natural
history study platform as part of its mission
to help identify and treat all 7,000 rare

diseases. Funding is supported by a cooperative agreement between NORD and the
U.S. Food and Drug Administration (FDA).
The FDA has praised NORD‘s program as
a helpful tool ―that protects the security
and privacy of personal information, while
making valuable information available to
a researcher or drug developer interested
in creating a new therapy for a rare disease.‖
NORD President and CEO Peter L. Saltonstall said, ―NORD‘s natural history studies
platform empowers patients and families
to drive research and eliminate some of
the unknowns that still exist in rare diseases. We are glad to be working with our
Member Organization on this project and
thank the FDA for its support and ongoing
commitment to help people with rare diseases.‖
Galactosemia is a family of rare genetic
metabolic disorders that occurs in approximately one out of every 60,000 people.
Untreated, classic and clinical variant galactosemia are potentially lethal disorders,
as infants may progress from jaundice,
vomiting, and diarrhea, to liver disease and
failure to thrive, and eventually to E. coli
sepsis. Even with early diagnosis and careful restriction of galactose from the diet,
however, patients with classic and clinical
variant galactosemia remain at increased
risk for long-term complications that include speech and language, fine and gross
motor skill delays and specific learning or
cognitive and behavioral disabilities. Primary or premature ovarian insufficiency is
also very common among girls and women
with classic and clinical variant galactosemia.
For more information, visit
https://galactosemia.iamrare.org/
About Galactosemia Foundation
Galactosemia Foundation Inc. (formerly,
Parents of Galactosemic Children) is a nonprofit charitable organization that advocates for people with galactosemia and
their families. Founded in February 1985,
the Galactosemia Foundation helps edu-

cate and support those affected by galactosemia and facilitates networking between
families, clinicians, and researchers to
inspire the treatment and advanced research of galactosemia.
About National Organization for Rare Disorders (NORD)
An independent 501(c)(3) nonprofit organization, NORD is the leading advocacy organization representing all patients and
families affected by rare diseases in the
U.S. Established in 1983, NORD is committed to the identification, treatment and
cure of the 7,000 rare diseases that affect
30 million Americans, or 1 in every 10 people, through programs of advocacy, education, research, and patient/family services.
In addition to educational resources for
patients, families, medical professionals
and students available on its website
(www.rarediseases.org), NORD represents
250 member organizations and collaborates with many others in specific causes
of importance to the rare disease patient
community.
Contact:
Seth Schwartz
Communications Lead
seth.schwartz@galactosemia.org

Research study is open to participants worldwide to advance understanding and treatments for rare disease causing long-term complications including speech and language,
fine and gross motor skill delays and cognitive and behavioral disabilities.

https://galactosemia.iamrare.org/
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G F W E L C O M E S N E W B OA R D M E M B E R
MELISSA BAILEY
By GF Volunteers
Melisa Bailey joined the Galactosemia Foundation board of
directors in 2016 after attending the Atlanta conference. She
and her husband Michael live in
Tampa, Florida with their
daughter Caroline (21
months). Caroline was diagnosed with classic galactosemia
at four (4) days of age. She was
hospitalized for six (6) days
after birth with complications
from CG.
Today, Caroline receives speech

therapy twice each week, but
is otherwise in excellent
health and is thriving.
Melisa graduated from University of Florida Law School
in 2006 and currently works
as an insurance defense attorney in Tampa.
Bailey obtained her undergraduate degree in Biology
from the University of Louisville, where she received a
scholarship to play on the
women‘s tennis team for four
years.

R A R E D I S E A S E D AY F E B R UA RY 2 8 , 2 0 1 7
Any disease, disorder, illness
or condition affecting fewer
than 200,000 people in
the United States is considered rare.
Did you know? Rare diseases are not so rare:
there are 7,000 rare diseases & disorders that
combined affect 30 million
Americans–1 in 10 of us–
and more than half are
children.
People with rare diseases
have tremendous unmet
needs, including misdiagnosis, a long time to finally
receive a correct diagnosis,
and when they do, 95%
have no treatment with ZERO
CURES.

Rare Disease Day® takes place
on the last day of February each

year. The main objective is to
raise awareness with the gen-

eral public and decisionmakers about rare diseases
and their impact on
patients‘ lives. You can
make a difference:
sign up to receive
news and updates,
start planning your
event, and share feedback and ideas for
next year.
The global theme for
Rare Disease Day
2017 is research.
Research brings hope
to people living with a
rare diseases. Learn
more about the global
theme and stay tuned
for ways to get involved in the
U.S.

Do you have a story
or information others in the galactosemia community
would like to hear?
New ideas are always welcomed!
Please e-mail
newsletter
@galactosemia.org
with any ideas or
suggestions.

G a la ct o s em i a Fo un d a t i o n

...L INKED

FOR

L IFE

Like us on Facebook for information, events, and support!
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D A I RY - F R E E R E C I P E S , R E C I P E S ,
Roasted Red Pepper Mayonnaise

AND

MORE RECIPES

Mashed Potatoes

Ingredients

Instructions

Ingredients

Instructions

1/2 Cup Chopped
Roasted
Red Peppers
1 Cup Mayonnaise
1 Cove Garlic (crushed)
Pinch of Cayenne Pepper
Salt and Ground Pepper

Blend all ingredients in
a food processor until
smooth. Season with
salt and black pepper.

Idaho Potatoes
Soy Milk
Smart Balance
Salt, Pepper, and Nutmeg

Cook potatoes in steamer of
boiled until fully cooked.
Heat soy mile and Smart
Balance (set aside). When
potatoes are cooked and
drained, place in mixing
bowl on low. Add soy milk
and margarine gradually
until the right consistency.
Add seasoning to taste.

Dairy-Free Ranch

Fried Chicken
Ingredients

Instructions

Seasonings (marinated
overnight): Garlic powder, Onion powder, Cayenne Pepper, Black Pepper, Salt, Eggs (beaten),
all-purpose flour.

Marinate chicken overnight with seasoning.
When ready to cook, add
the eggs, mix well. Place
chicken pieces in flour.
Place in hot oil (325 degrees) until fully coked.
Separate smaller pieces
from larger ones. Cut
whole chicken into 8
pieces.

Ingredients

Instructions

1 Clove Garlic, Minced
1/4 tsp. salt
1/4 Cup Mayonnaise
1/4 Cup Italian Flat-Leaf Parsley Leaves
2 tbs. Fresh Dill, Minded
1/2 tsp. White Vinegar
1/2 tsp. Lemon Juice

In a bow., combine garlic, mayonnaise, parsley, dill, black pepper, vinegar, lemon juice, and
mix to combine. Taste frequently
and adjust seasoning as
needed. Chill for a couple of
hours before serving.

Dairy-Free Chocolate Mousse
Ingredients
¼ Cup of Water
¼ Cup Coconut Sugar
1 Cup Dairy-Free Chocolate Chunks
4 Large Eggs, Separated
½ Cup Coconut Cream from Full Fat Coconut Milk

Instructions

In a medium pot, heat water to boiling
Reduce heat, then stir in coconut sugar until dissolved
Remove pa n from stove and cool coconut sugar mixture for 8 minutes
Ad d chocolate, stirring until melted
In a separate bowl, beat egg yolks until pa le yellow
In another medium bowl beat egg whites to stiff peaks
Stir egg yolks into chocolate mixture (yes, into the pot)
Stir egg whites into chocolate-yolk mixture until well combined, then stir in coconut cream
Pour or spoon mousse into jars, then place in refrigerator overnight to set
Serve, grating some chocolate on top if desired

Recipes courtesy of the Renaissance Atlanta Waverly Hotel

G a l a c to s e m i a G a z e tte
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GF G R A N T P RO G R A M N OW O P E N
Galactosemia Foundation encourages and
funds research that will increase understanding
of galactosemia and/or help families living with
galactosemia. Proposals are due Jan 31, 2017
and decisions are planned to be announced
April 15, 2017. Please refer to the Galactosemia Foundation Research Program Policies
and Procedures document below for specific
details of the proposal process.
Frequently Asked Questions
WHAT IS AN ELIGIBLE PROJECT?
The Galactosemia Foundation funds a broad
range of research, both scientific and medical,
involving galactosemia, with the ultimate goal of
improving the lives of people with galactosemia.
Research funded by this grant program may
include, but will not be limited to, questions
involving genetics, nutrition, diet, speech, physical and occupational therapy, and premature
ovarian failure. Four kinds of project designs will
be considered eligible for the grants program:
A. RESEARCH PROJECTS:
A research project is one that asks a research
question that is answered through rigorous systematic methods. These projects may include
but will not be limited to investigations of measurable outcomes in galactosemia care, epidemiology of galactosemia, and analyses of aspects
of galactosemia care.
B. CLINICAL PROJECTS:
A clinical project seeks to improve galactosemia
care through the development of tools that may
augment the delivery of that care. Examples of
this may include but will not be limited to the
development of clinical pathways and creation
of measurement tools (e.g., to assess quality of
life).

C. EDUCATIONAL PROJECTS:
An educational project is one that designs or
implements relevant educational programs,
develops educational materials, or develops
innovative educational tools for patients and the
community.
D. COLLABORATIVE MEETINGS:
Galactosemia Foundation recognizes the need
for collaboration among professionals and therefore also encourages studies that demonstrate
this important activity.
The grants program will accept applications to
fund collaborative meetings among professionals that may lead to future research projects.
WHAT LEVEL OF FUNDING CAN BE ANTICIPATED?
Grants have historically been for $50,000 or
less, depending upon the scope of the research,
clinical, educational, or collaborative project.
Future grant amounts will be dependent on the
amount of money available in the Galactosemia
Foundation Research Fund.
Research projects must be completed within the
time frame selected for the research as stated
on the application.
WHERE DO I FIND APPLICATION FORMS?
When there is an active request for proposals,
applications can be downloaded from the Galactosemia Foundation website or requested by
emailing the Galactosemia Foundation Research
Team: research@galactosemia.org
Applications include an application form, a peer
reviewer scoresheet, and a Galactosemia Foundation Research Team Reviewer scoresheet:

“The Galactosemia
Foundation funds a
broad range of research, both scientific
and medical… with
the ultimate goal of
improving the lives
or people with galactosemia.”

http://www.galactosemia.org/s/GF-researchpolicies-procedures.docx

F AV O R I T E S F R O M T H E N O W H E Y C A F É
Raspberry Banana Smoothie

Chocolate-Dipped Pretzels

Guacamole

Ingredients
Ingredients
Ingredients
3 very ripe bananas, cut into
1 12-ounce bag (2 cups) dairy3 avocados
chunks, frozen
free chocolate chips
2 cloves garlic, minced
½ cup frozen raspberries
1 Tbs dairy free shortening or soy ½ cup minced red onion
1 cup almond milk
margarine
1 Tbsp. fresh lemon juice
½ cup fresh orange juice
About 24-30 hard mini pretzels
1 tsp. chili powder
(preferably no sugar added)
½ tsp.salt
2 tablespoons raw honey (more Instructions
½ tsp. ground cumin
to taste, if desired)
Mix chocolate chips and shorten- Pinch cayenne pepper
Instructions
ing or margarine in bowl
Place all of the ingredients in a
Place bowl in microwave for 30 Instructions
blender and pulse until smooth,
seconds
Cut avocado in half, remove pit
about 30 seconds. Serve right
Stir and return to microwave if
and scoop out
away!
needed
In a bowl, mash the avocado with
Dip pretzels in melted chocolate
a fork
mixture
Add the rest of the ingredients
Top with sprinkles if you like
and mix until blended
Serve with dairy free tortilla chips

Scan this QR code for all the
latest information from the
Galactosemia Foundation

TREASURER’S REPORT
Galactosemia Foundation
As of December 18, 2016
Balance Sheet
Assets
General Fund
Research Fund
Scholarship Fund
Stripe Balance
Paypal Balance
Total Assets

$ 190,732.99
$ 97,301.25
$ 1,887.26
$
430.59
$
197.50
$ 290,549.59

Liabilities
Expense Report

$

Equity

$ 290,226.11

Total Liabilities & Equity

$ 290,549.59

Income & Expenses
Income
Conference Registration
Donations General Fund
Contributed Expenses
Product Sales
Paul P Scholarship
Donations Research Fund
Other
Total Income

$
$
$
$
$
$
$
$

69,152.69
113,692.35
1,812.49
2,941.40
1,993.72
46,527.97
708.57
236,829.19

Expenses
Conference Expenses
Legal & Professional
Bank Charges
Office Supplies
Dues & Subscriptions
Squarespace-Webhosting
Telephone
Travel
Total Expenses

$ 123,778.42
$ 1,700.00
$
891.15
$
69.42
$
200.00
$
192.00
$
329.45
$ 8,931.25
$ 136,091.69

Net Income

$ 100,737.50

323.48

