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Connecting for a Cure.
There have been a lot of things happening for the HCU community & for HCUNA.
We strive to keep you informed and connected.

“Take the Lead” and be the first one to check out our agenda for
our 2018 conference!

Heroes of HCU
Meet Colbie (7 years, 8 months) and
Cayle (5 years 9 months) – brother and
sister who both have HCU.
In June of 2012 shortly after Colbie’s 3rd
birthday she suffered a massive blot clot
on her brain. She was flown from Montana to Seattle Children’s Hospital to get
treatment for the blood clot. The doctors
were confounded as to what may have
caused the blood clot and small strokes.
After a week’s stay and many tests they
still didn’t have an idea. They had
chalked up the cause as chance or a
freak incident. They allowed us to return
home with follow up appointments scheduled 6 weeks out.
It wasn’t until a month later, July 2012, when we were on the follow up visit that the doctors tested her blood for homocystine. Her levels were abnormally high and it alerted the doctors to what
the cause of the blood clot may have been - her levels were so high that Colbie’s blood had become toxic and prone to clot. The next day we got to sit down as a family and learn about Homocystinuria or HCU – a metabolic disorder so rare that we had never heard of it. We had an
hour crash course on the metabolic disorder - we learned that our daughter didn’t develop this
disorder but was born with, natural protein in food is essentially poison to our daughter, and that
she would have to go the rest of her life on a high amount of medication, lab formulated protein,
and a strict vegan diet. It was a lot to absorb, Colbie’s world was turned upside down – she had
practically lived on dairy products up until then.
During our hour long crash course on HCU we also learned that HCU was hereditary and we
should have our son tested for the disorder as well. Following the doctor’s recommendations we had Cayle, Colbie’s younger brother Cayle for HCU – it came back positive. We took the diagnosis of our son pretty hard – such a rare disorder and we have two kids with HCU. The following weeks were filled with the thoughts and stresses of how the kids’ lives would be affected
since our society and social events in America are based so strongly around food. We blamed
ourselves for not having a second heal prick test done on our kids (the state of Montana doesn’t
require a second state like some states do).
It is the simple things in life that people who don’t live with HCU take for granted that remain at
the forefront of our thoughts every day. If one of the kids’ friends has a birthday party - we must
supply a specially made treat. If the neighborhood ice cream truck comes through we must explain that they cannot have a treat from the truck but that they can have a different treat. If we
attend a movie at the theater we must smuggle in diet friendly snacks. The overwhelming stress
and anxiety of the holidays can only be understood by a small amount of the population.
Today with the help of their daily medication, lab formulated proteins, and very strict diets the
kids are getting along well. Other than the clot/stroke that Colbie suffered we have not experienced any other of the side effects from this metabolic disorder.
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HCU and You: Recipes from the Kitchen
Banana Bread by Bridgett Zaidi
Makes 13 slices—
12.7 mg Met. Per slice or 0.7 g protein per slice
Total Methionine = 165
Total Protein 9.1 g per loaf

Ingredients:
3 Ripe Bananas (253 grams)
1/3 cup melted butter
1 egg worth egg replacer
1 cup sugar
1 tsp vanilla
1 tsp baking soda
Pinch salt
1/2 cup flour
1 cup wheat starch
Directions:
Preheat oven to 350 degrees.
Mash bananas and add melted butter.
Mix sugar, “egg” and vanilla
Add salt and baking soda
Add wheat starch
Mix until combined
Pour into buttered loaf pan and bake for 45
minutes or until knife comes out clean

Fried Eggplant with Marinara by Bridgett Zaidi
Ingredients:
1 eggplant, peeled and sliced, about 1/2 inch thick
1/2 cup mocha mix
1 1/2 teaspoons of egg replacer powder
1/2 cup wheat starch
Marinara sauce for dipping
Oil for frying
Directions:
Heat oil in frying pan on medium-high heat.
Protein per recipe—5.4 grams protein
Mix the non-dairy creamer with the egg replacer powder.
Dip the eggplant slices in the wet mix.
Total protein doesn’t include marinara
Then dip the wet eggplant into the wheat starch
sauce.
Fry coated eggplant in skillet (this will not brown!)
It’s done when the coating is crispy and hard to the touch
Top with Marinara

Do you have a recipe you’d like to share with the community? Please send it to: HCUNetworkamerica@gmail.com
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In Case You Missed it!
Congratulations to Margie McGlynn,
HCU Network America’s President!
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To read the full press release, please visit:
https://www.pm360online.com/pm360-announces-2017-trailblazer-award-finalists/
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Upcoming Events
Register today for our community call.
Get the inside scoop on all the exciting things that we have planned!
Click here to register

Individual donations up to a total of $20,000
made between October - December 31
will be matched by our anonymous donor!
Start planning your Homocystinuria Fundraiser now!
Have a fundraiser planned? Email us & we will help spread the word.
Need an idea? Click here
Need help? Email us - we will guide you through the process.
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Are you an adult metabolic patient looking to network &
socialize with other adult metabolic patients?
Are you always in search of quick and easy meals?
Well, we have the event for you!
Registration is required,
so don’t hesitate head on over
and sign up today!
Click here to register
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Fundraisers
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Ways to Get Involved

Natural History Study
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Amazon Smile

Company Matching

Shop Smile.Amazon.com when
purchasing through Amazon and 0.5% will
be donated to HCU Network America
when you designate us as your charity
of choice.

Did you know that many companies big
and small may match donations made to
HCU Network America?

Click here to find out how!

Click here to find out more

Click to donate directly

We'd like to thank the following content contributors:
Editor in Chief: Danae' Bartke
Heroes of HCU: Colbie and Cayle
HCU and You: Recipes from the Kitchen: Bridgett Zaidi
Fundraiser: Danae’ Bartke
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