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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.




Heroes of HCU

Danae’ and her younger brother Garrett, who also has HCU.
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HCU and You: Ask Methia

DEAR Methia,

How Can I Balance the Low-Protein Diet, Formula and Calories?

Balancing calories, natural protein, and my medical food every day is really hard. At the end of the day, I find that I
am always over or above one of these things. Sometimes, I’'m not sure if the values I’'m calculating are even correct,
as I’m finding that I have to guess about the protein or methionine content of many foods. I know that it is possible
to balance all three, but I need some extra resources. Do you have any suggestions?

Love,
Meal Planning Maniac

Dear Meal Planning Maniac,

Meal planning is definitely a challenge, but you are right — it is definitely possible to meet your caloric and protein
needs on a daily basis with the right amount of resources and practice. Here are some tips for successful meal
planning that will eventually become quick and easy!

Use books, telephone apps and databases to keep a running list of nutrition information. With advanced
research and technology, the information is out there and ready for you to access! For example, the USDA
Nutrient Database is an online resource that provides not only the calorie and protein content of 200,000+
foods, but many foods have also been analyzed to provide their methionine content as well. Additionally,
many companies have created databases that you can access on a phone app to keep a running tally of your
intake for the day (metabolic diet apps are the best choice for this). In order to avoid having to look up the
same foods again and again, you can make a “quick list,” either in your phone or a Word document, so that
inserting these foods into another meal plan becomes easier.

Make a number of “sample menus.” When you have some free time, use your quick lists, low-protein medical
foods and formula data to make 3-5 sample menus that fit your caloric and protein requirements for the day.
These menus can be evolved as your tastes change or your desire for more variety increases, and it will soon
become easy to “switch out” one food for another.

Work with your metabolic clinic and other patients! Your geneticist and metabolic dietitian will be more than
happy to help you troubleshoot any meal planning roadblocks you might have. They are also available to
help you navigate the best telephone apps and databases. Your team can also connect you to other patients
with HCU, with whom you can collaborate ideas, talk about what works and what doesn’t, and to support one
another in successfully following your diets.

Remember, the time you spend today will be time that you save tomorrow. This will get easier with practice!

Sincerely,
Methia
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https://hcunetworkamerica.org/classical-homocystinuria-a-toolkit-for-managing-cystathionine-beta-synthase/

New Patient Toolkit

Classical Homocystinuria: A toolkit for managing cysta-
thionine beta- synthase.

Classical Homocystinuria,

A toolkit for managing cystathionine beta synthase

https://hcunetworkamerica.org/wp-content/uploads/2018/03/

CBSToolkit.pdf

HCUNetworkAmerica@gmail.com
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Contact Register

https://hcunetworkamerica.org/contact-register/
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Upcoming Events

Taking the Lead for HCU

Save the Date ~ April 21 & 22, 2018
The first HCU Network America Conference
Westford, Massachusetts

Conference Stats

113 Registrants to date!

34 Health Care Professionals and Industry Reps
50 Parents, Spouses, and Relatives

15 Adult Patients

7 Children Patients

5 Children

7 Vendors Booths:

Cambrooke Therapeutics, NECPAD, Nutricia North America, Orphan Technologies,
Recordati Rare Diseases, Taste Connections, and Vitaflo USA

Haven't registered yet? Registration closes April 13th. Register today
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Upcoming Events, Cont.

HCU Network America

Medical Fon
Insuran

Wednesday, May 23, 2018 | 7pm EST.

For more details, visit: https:/hcunetworkamerica.org/insurance-reimbursement-webinar/
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During this webinar, Raenette will review information such as these coverage statistics:
e  50% of states have some type of insurance mandate.
e Of those states, 84 % have some type of mandate on both food and formula coverage.
e The other 16% percent of those states, do have mandates only on formula coverage.

*Some states may have programs that cover food or formula directly that are not included in these statistics.
Learn how you can get your food, formula and supplements covered by attending our FREE online webinar with Raenette

Franco of Compassion Works Medical, LLC. Raenette is a Certified Biller Coder Specialist (CBCS), with over 17 years of expe-
rience helping patients get coverage on food, formula, and supplements they need!

To attend this webinar on May 23 at 7 PM EST, please register at:

https://hcunetworkamerica.org/insurance-reimbursement-webinar/
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Ways to Get Involved

Helping Hands for HGU

~ Acollaborative effort of patients, doctors and HCL Network America.

We are asking for patients to help us connect with their Doctar
metabolic team. In return, we will pravide them resources
ta help better your care and the care of other patients.

If you are willing to make an introduction for us with a
member of your metabolic care team contact us at:
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Patients HCU Network America

Natural History Study

Current sites include: Boston, Philadelphia & Atlanta.

Joining the Natural History Study allows researchers to find
out more about Homocystinuria and issues that patients face.
Natural history studies help drive new therapies and a cure! If
you qualify, we highly suggest you participate if there is a cen-
ter in your area. You do not have to be a patient at one of
these clinics to participate.



https://clinicaltrials.gov/ct2/show/study/NCT02998710?term=homocystinuria&rank=3

Amazon Smile Company Matching

Shop Smile.Amazon.com when Did you know that many companies big

purchasing through Amazon and 0.5% will and small may match donations made to
be donated to HCU Network America HCU Network America?

when you designate us as your charity

of choice.

Click here to find out how!

Click here to find out more

Click to donate directly
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