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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.
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Check out pages 8-10 for ways for fun ways to spread
awareness for Homocystinuria!
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October is HCU Awareness Month

HCU Network America — Heunetworkamerica.org — Heunetworkamerica@gmail.com




Heroes of HCU




HCU and You: Ask Methia
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In Case You Missed it!

Community Call:
Fall 2017

LIVING WITH HCU

facts, figures, and the importance of getting screened at birth

UM Nt Amarian

This is Bill.

Bill suffers from a rare congenital disease called

Homocystinuria, or H c U
hcunetworkamerica.org

HCU expresses itself in different ways in different

individuals, because of different genetic defects
that cause the disease--

--and how well it is controlled via

diet/ & treatment

https://www.healthwellfoundation.org/fund/homocystinuria/



http://hcunetworkamerica.org
https://www.healthwellfoundation.org/fund/homocystinuria/
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October is HCU Awarencess Month

HCU Network America — Hevnetworkame org — Hevnetworkamerica@gmail.com

Takmg the Lead for HCU

e the Date ~ April 21 & 22, 2018

The flrst HCU Network Amerlca Conference
Westford, Massachusetts

Details to follow this fall at HCUNetworkAmerica.org




HCU Awareness Month Activities

October

Confused about one of the days activities?
Check out HCU Network America’s Facebook page for examples!
Or if you are getting a head start on your planning, email us at HCUNetworkAmerica@gmail.com
Share your activities on social media and your Facebook fundraising page!
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Support Causes You Care About
Create a fundraiser to raise money for yourself, a friend
or nonprofit.
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Who are you raising money for?

Friend
Search friends on Facebook

e Nonprofit
Search nonprofits <

m Yourself

Someone or something not on Facebook...




% Thirty-One Gifts Fundraiser 3%
Supportmg HCU Network Amerlca

FOR A HOUSEWARMING

Shop online October 1—October 15

1f youwant to support
HCU Network America

All orders will directly support 'Wherever you go, go in style. Pack up Shopping runs from and shop for a cause
HCU Network America.  for holiday travel and save over 60% October1— October1s
onone of three totes with every $35 Email Danae’ Bartke
spent. ﬁ)r the direct order'mg link

Dameausﬁn@gmﬂil.com

Click to Shop now!

Madg to Order



https://www.mythirtyone.com/465682/shop/Party/EventDetail/10214868

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:

HCUNetworkAmerica2gmail.com 4 \
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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

Click here to find out how!

Amazon Smile

Shop Smile.Amazon.com when .
purchasing through Amazon and 0.5% will Company Matching

be donated to HCU Network America
when you designate us as your charity

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

Click to donate directly

We'd like to thank the following content contributors:

Editor in Chief: Danae’ Bartke
Heroes of HCU: Judy and Susie
HCU and You: Ask Methia, - thanks to Angela Pipitone

ICIEM and Patient-Expert Meeting in Rio: Margie McGlynn
Fundraiser: Danae’ Bartke and Amber Gibson
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