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HCU HERO: 
GRAYSON FROM COLORADO

It’s been a few years since we updated the community
on Grayson’s progress. I like to think this is a ‘where is
he now’ story! We previously shared our journey to a
diagnosis which was long and had many trials and grief.
As a family, we have been learning for the last 6 years
how to live and cope with his diagnosis and make the
best out of our circumstances. One of our goals is to
help him understand his diagnosis, normalize it, and
make sure he doesn’t feel different than other kids his
age. 

The transition to
kindergarten last year was
difficult...for me, not him. It
was the first time someone
else would be giving him
his medication outside of
our immediate family. It
took a lot of patience and
trust. I am so grateful to his
school because they did
fantastic! 
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He didn’t have any issues the entire year taking his
medication. He got into a routine. After finishing his lunch, he
would walk to the front office and take his medication. By the
time he finished, his class was usually lining up and walking
back to the room, so he would just jump back in line. Most of
the class had no idea he was even gone or that he had to take
daily medication. Grayson prefers it that way; he doesn’t like
people knowing and prefers to just take it and get back to life.
He started kindergarten with an IEP for speech services and
halfway through the year had met all his goals and was
discharged from services. He completed the rest of the year
without any support and excelled! He made lots of friends,
learned how to read, write and sit still (although that skill is
mostly reserved for school, not home).  

Grayson is now 6 years old and about to start first grade at
our local elementary school. He has spent the summer doing
all the activities he loves; riding his bike, swimming at the
pool, paddleboarding, playing at the park and hanging out
with friends. 
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His big accomplishment this summer was participating
in the local kids' triathlon with his big sister Riley. He
swam 25 meters, rode his bike ½ mile and ran ½ mile.
He’s super excited for this year's HCU Race for Research
because it is wizard-themed, and he is a huge fan of
Harry Potter. It’s been a really great experience for our
family to participate together and raise funds for
research. 

He also played tee ball this
summer and liked hitting the
ball way more than standing in
the outfield waiting to catch a
ball. We often had to tell him
to stop playing in the dirt as a
ball rolled right by him. His
goofy personality has defiantly
emerged more recently, and
we love his carefree, fun
attitude. 
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 He loves to elicit laughs from
his sisters and can often be
seen making silly faces,
dancing like a monkey or
singing songs loudly to himself.
There are certainly still
struggles which snap me back
to reality and help me
remember just how grateful I
am for the HCU community. 

I think the biggest support
since he was born has been
attending the in-person family
conferences. We have
attended two conferences,
and they have been life-
changing for our whole family.
Grayson was able to meet and
make friends with kids just like
him.
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Our daughters have met other siblings and had their
feelings validated and seen. It was hard for our two girls
when Grayson was born because a lot of our time and
energy went to his management and treatment. They
didn’t complain because they love their brother and
wanted the best for him, but at the same time I know they
felt ignored.  Robert and I were able to connect with other
parents and share our struggles and successes. It’s been
so exciting seeing how our community is growing and all
the improvements in research. We will for sure be at the
family conference in 2026 and can’t wait to see all our
friends and make new ones!

Grayson has been in play
therapy since he was 2 years
old with a clinic that
specializes in working with
kids who have chronic health
conditions. They have
worked with him to help him
understand his medical 
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needs and the importance of taking care of himself. It has
also been a great place for him to express himself and his
feelings.

I think the biggest lesson we have learned is to take each
day as it comes. We recognize the grief that we have over
many losses, but fill it with action. As a family, we openly
talk about his diagnosis and advocate for a better future for
him. I’m so proud of him and grateful for the purpose he has
given me in my life. I see the story of his life and the journey
our family has had open doors to improve the lives of other
children. I owe a huge debt of gratitude to the metabolic
team in Colorado who have taken such good care of him
even before he was born. I truly believe the success and
growth he has had is due to his early diagnosis and
treatment. His doctors keep up to date on recent
publications and are always willing to listen to my ideas or
concerns. Sharing his story is definitely hard because it
brings with it a lot of feelings; however, the positive
outcomes from others hearing our journey far outweighs
any negatives. I would encourage you all to share your
journey and actively be a part of the HCU community. 



To Join or Learn
More:
 Email

Dbartke@hcunetw
orkamerica.org

With Us!

Share Your 
Story

To Join or Learn More:
 Email

info@hcunetworkamerica.org
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 Ben welcomes Hannah to the table! 
Hannah is the mother of Olive, who

was diagnosed with Homocystinuria
Cobalamin G after a long and

difficult diagnostic odyssey. Their
journey to diagnosis in the United
Kingdom is very similar to those

experienced by families around the
globe. HCU is grateful to our
international community for

continuing to share their experiences
and hopes for the future.

Meet your hosts! The latest episode

HC&U is a podcast about Homocystinuria, sponsored by
HCU Network America and hosted by Ben & Lindsey.

Welcome to the HC&U Podcast! We
are Ben and Lindsey, your hosts. We
are so excited to be starting this as

extra resources for the
Homocystinuria community. We

hope you like our content!

The HC&U Podcast is back!!!The HC&U Podcast is back!!!

To Listen:
https://hcunetworkamerica.org/hcu-podcast/ 
or click below on your favorite option!

IN CASE YOU MISSED IT...

https://open.spotify.com/show/5OVQePPmvlOq8AxyteGbxz?si=Fd3Z1LY-SDWC6imNigGdwg&nd=1&dlsi=71b7c79e6c784876
https://podcasts.apple.com/us/podcast/hc-u/id1412470369
https://www.iheart.com/podcast/256-hcu-30935248/
https://music.amazon.com/podcasts/c8a1c1ae-c489-4cce-9c38-4d1019a3e445/hc-u
https://hcunetworkamerica.org/hcu-podcast/


“HUNT” FOR
RESEARCH

BUTTER STICK

2024 Team
features

Team “Hunt” For Research
raised $31,719 and totaled 537
miles in the 2024 Race for
Research. 

Congratulations to Carson
Hunt and his teammates
Megan Lauvetz, Stacey
Dickerson, Abby Dickerson,
Kari McGaughey, Ethan Hunt,
Dana Hunt, Brad Clay, Darren
Hunt, Matthew Allen, and Sue
Lauvetz! 

Team Butter Stick raised $6,577
and totaled 73.37 miles in the
2024 Race for Research. 

Congratulations to Audrey Hill,
Janine Melink-Hueber, Danny
Hill, Jennifer Rammel, and
Bethany Bingham, all on
behalf of Elijah, who has a
Cobalamin E Deficiency.  



Help us accelerate
better treatments for
and help raise funds
during our Race for
Research!

https://bit.ly/HCURace25

Cystadane; the last FDA
approved drug for the
homocystinurias (HCU)
was approved  in 1996.
That was 29 years ago!

Currently only two
clinical trials are in
progress for classical
HCU, but there are none in
progress for cobalamin
disorders and Severe
MTHFR.

Pricing
The first 100 registered receive a medal
All participants will receive a shirt (Deadline August 18)
Early bird pricing - $20 After July 15 - $30

Pick  your  house!Pick  your  house!

HCU Network America is a registered 501c(3) foundation, registration number 81-3646006.  All donations are tax deductable.

 THIS  SEPTEMBER  THIS  SEPTEMBER 

In collaboration with
other organizations, HCU
Network America has
issued 10 research
grants. 





COME SEE US AT 

August 22-24, 2025
Calgary, Alberta

Canpku Conference

3:15 pm-3:45 pm Exploring
the Rare-X- HCU Registry
      Speaker: Brittany Parke

PRESENTATION

POSTER 
“Incidence of Neurocognitive
Symptoms in Patients with
Homocystinuria”
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 Registration is now open for the 2025 Newborn
Screening Bootcamp

 
Co-hosted by the EveryLife Foundation for Rare Diseases and Expecting

Health, this virtual Bootcamp offers participants the chance to learn from
experts and patient advocates actively involved in the newborn screening

process.
 

For more than 50 years, every newborn in the U.S. has been screened for a
range of serious and potentially fatal conditions using a dried blood spot

collected via heel prick. Each year, approximately 14,000 babies and their
families benefit from early detection and access to life-saving treatments

thanks to newborn screening.
 

This event is designed to foster meaningful discussion and share key
developments across the newborn screening ecosystem.

 
Who can participate? Anyone interested in learning more about newborn

screening is welcome to attend.
 

The 2025 Bootcamp will be held virtually on September 17, 2025  12:00pm –
4:00pm ET. 

Register 
Here

https://d2hmlk04.na1.hubspotlinks.com/Ctc/W4+113/d2HmlK04/VVXHYT7FtxhrW4JXC99175Fj_W8pQGPD5z7psmMSn_px3qn9qW8wLKSR6lZ3lbW7fP1R71CcY1TW4BHygq1jY7l0W5-fdwq51zQyHW7FntDr967_WxW6hW2Zf73G9bJW2NpCPl2V9BfpW2gfWys8n6czdW968Fl67ThLPRVf6SZ46x_k5rW5LycLB4bHkb8W1QHNhN6y4gk2MztgjT_znKdW7Xd4rG5TLBz6W6zjfp36hbgCyW12hHFN2cWvWfW7XWyd75VcghhW7CX3jt2QG4ZHW5NVt9f8rFkbsW2Xyh4q3q2YGmW4wSn8369x8JVN4vW1N1TQwdQM4Ps_HxjBdwW6f6lNd7TSfPyW5RpPxm68D3syW5RTsyG5l-bLgW948jH21r_fnPW38RQ2N3_bsk-W11L26t1n-6Gmf5y_5tz04
https://d2hmlk04.na1.hubspotlinks.com/Ctc/W4+113/d2HmlK04/VVXHYT7FtxhrW4JXC99175Fj_W8pQGPD5z7psmMSn_px3qn9qW8wLKSR6lZ3lDW2ywbD76lQlccW5QqVb05vjbCZN1Xcr-Wt-q3KW8R4Zdq1wP2_kN6TX9SpYC47wW1npZ426Dzlb1W1XFYTr3PCW1NW22-Ncj4rpTmkW42ZwxH2xkD0kW7BdFlw6Xxk5dW6S47BP5GtYDqN3F-Bn4_pFfJW8PzFLs7v1mV6W6088Ph8ylL0sV14cgh1GqnnVVrPY9w6spHRPW1dcp2W9g6MltW1Grcnz5WY8PyW988WYq6R76kHW5nvrXw4GG_4xW6V7L4g8DMhrgW7yXPtC61QHbrW3wsqBc1tvKcGW35H7nH2Kf120V-s18f6G9-GKW3QsDDY2ZNC5FW7p_MGD5pvFSzW1B_9S28jlnGqdMXRqn04
https://d2hmlk04.na1.hubspotlinks.com/Ctc/W4+113/d2HmlK04/VVXHYT7FtxhrW4JXC99175Fj_W8pQGPD5z7psmMSn_px3qn9qW8wLKSR6lZ3lDW2ywbD76lQlccW5QqVb05vjbCZN1Xcr-Wt-q3KW8R4Zdq1wP2_kN6TX9SpYC47wW1npZ426Dzlb1W1XFYTr3PCW1NW22-Ncj4rpTmkW42ZwxH2xkD0kW7BdFlw6Xxk5dW6S47BP5GtYDqN3F-Bn4_pFfJW8PzFLs7v1mV6W6088Ph8ylL0sV14cgh1GqnnVVrPY9w6spHRPW1dcp2W9g6MltW1Grcnz5WY8PyW988WYq6R76kHW5nvrXw4GG_4xW6V7L4g8DMhrgW7yXPtC61QHbrW3wsqBc1tvKcGW35H7nH2Kf120V-s18f6G9-GKW3QsDDY2ZNC5FW7p_MGD5pvFSzW1B_9S28jlnGqdMXRqn04
https://events.zoom.us/ev/AgP6GpnBGvEBmeeLLWuGn5b0AHvNQeM4IPFv1VKqYkfVVE1IVop_~AimOwg7wDwhJmLyQRhcSF5w0aZdnfqA8dtMqS5UpOHFNG87q3DbFRc8zhQ?utm_campaign=2024%20Newborn%20Screening%20Bootcamp&utm_medium=email&_hsenc=p2ANqtz-_fHIqvIUyN63uE4UfpEDda8uRGVUYtFIsSsHK9FUpIAa58RKat6mkVDSJ5KjYXeS1Ssl8e7srqn-vA4Pcw-d_VlLEWo_AxivjQBsCa6L2us6uGMFg&_hsmi=371912859&utm_content=371912859&utm_source=hs_email
https://events.zoom.us/ev/AgP6GpnBGvEBmeeLLWuGn5b0AHvNQeM4IPFv1VKqYkfVVE1IVop_~AimOwg7wDwhJmLyQRhcSF5w0aZdnfqA8dtMqS5UpOHFNG87q3DbFRc8zhQ?utm_campaign=2024%20Newborn%20Screening%20Bootcamp&utm_medium=email&_hsenc=p2ANqtz-_fHIqvIUyN63uE4UfpEDda8uRGVUYtFIsSsHK9FUpIAa58RKat6mkVDSJ5KjYXeS1Ssl8e7srqn-vA4Pcw-d_VlLEWo_AxivjQBsCa6L2us6uGMFg&_hsmi=371912859&utm_content=371912859&utm_source=hs_email
https://events.zoom.us/ev/AgP6GpnBGvEBmeeLLWuGn5b0AHvNQeM4IPFv1VKqYkfVVE1IVop_~AimOwg7wDwhJmLyQRhcSF5w0aZdnfqA8dtMqS5UpOHFNG87q3DbFRc8zhQ?utm_campaign=2024%20Newborn%20Screening%20Bootcamp&utm_medium=email&_hsenc=p2ANqtz-_fHIqvIUyN63uE4UfpEDda8uRGVUYtFIsSsHK9FUpIAa58RKat6mkVDSJ5KjYXeS1Ssl8e7srqn-vA4Pcw-d_VlLEWo_AxivjQBsCa6L2us6uGMFg&_hsmi=371912859&utm_content=371912859&utm_source=hs_email


Our FREE Customizable Kits are here!
Request yours today!

At HCU Network America, we believe that one of the most important steps to
empowering patients and caregivers is giving them the support and tools
needed to succeed! We know that a new diagnosis can be overwhelming and
riddled with concerns and questions. To us, one way to combat those feelings,
and give you the confidence you need, is by providing you with one-on-one
support, educational resources, and practical tools, such as scales, cooler bags,
and more! Our request for a kit survey allows you the opportunity to request a
one-on-one introductory call (with more opportunities to connect), and then a
customized kit to the patient's needs. Don't want a call or a Zoom? That's fine
too - we are happy to send you the customized kit. 

Request your kit now - https://www.surveymonkey.com/r/HCUKitSurvey

*Kits can only be sent to patients in the continental US. However, we are happy
to connect virtually and share the educational materials with you via weblinks!

GET YOUR KIT

https://www.surveymonkey.com/r/HCUKitSurvey


Important
Message
For those taking
Vitaflo HCU Gel

Vitaflo will be discontinuing
this formula. No new
product will be made for the
HCU Vitaflo Gel product,
and they project that they
will have a supply for the
coming months, depending
on the demand. 

If you take this formula,
please speak with your
healthcare provider to find
a suitable alternative. 



MEDICATION
COMPARISON CHART



The Children’s Hospital Zurich is
developing a new questionnaire to
assess health-related quality of life in
people with Classical Homocystinuria
(HCU)- and they need your input. 

 Helene.Werner@kispi.uzh.ch
martina.huemer@kispi.uzh.ch

They are looking for:
Children's & tens 8-18 with Classical
HCU
Their parents 
Adults with Classical HCU

Your participation will directly support
better care and evolution of new
therapies. 



In Vitro Diagnostic Solutions (IVDS)
has received funding for their Phase I
grant award from the National
Institute of Health for the Hcy Now.

The Hcy Now is “a point of care
device for determination of total
Homocystiene (Hcy)” 

BREAKING NEWS

CLICK HERE
TO LEARN

MORE ABOUT
IVDS



We have Back to School resources! 

Click here see more Back to School & special edition topics!

Educators Guides
*también disponibles en español

Low Protein Lunch resources

Navigating Accomodations
*también disponible en español

Parent Handbook for 
Special Education Services

Cambrooke school lunch program 
& more

College Transition 
Off to College Guide

BACK TO SCHOOL RESOURCES

Classical HCU

Cobalamin G & E

Cobalamin C, D, F, J, X

Severe MTHFR

Customizable "All About Me" pamphlet

https://hcunetworkamerica.org/special-edition-topics/
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2020/12/Parent-Handbook-for-Special-Education-Services.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2020/12/Parent-Handbook-for-Special-Education-Services.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2020/12/Parent-Handbook-for-Special-Education-Services.pdf
https://hcunetworkamerica.org/special-edition-topics/
https://hcunetworkamerica.org/special-edition-topics/
https://hcunetworkamerica.org/special-edition-topics/
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2021/01/College-Guide-to-HCU-Final.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2019/01/HCU_Educators_Guide_v4.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2020/06/HCU_Educators_Guide_CBLG_AND_E_OFFICIAL_6.29.2020.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2020/06/HCU_Educators_Guide_MMA_with_HCU_OFFICIAL_6.29.2020.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2020/06/HCU_Educators_Guide_MTHFR_6.29.2020.pdf
https://hcunetworkamerica.org/wp-content/uploads/2023/07/All-About-Me-Fillable-Form.pdf
https://hcunetworkamerica.org/wp-content/uploads/2023/07/All-About-Me-Fillable-Form.pdf


Two slices of low protein bread of
choice
Cookie butter (brand of choice)
Jelly (flavor of choice)
Sandwich cutter (shape of choice)

1.Make your sandwich as normal
2.  Use your sandwich cutter to remove

the crusts

Homemade Low Protein
No Crust Sandwiches

Ingredients/Tools:

Instructions:

Tips:
1.Use a softer bread and avoid dry

brittle bread
2.Use cookie butter on both sides of the

bread 
3.Fill less than you would think to
4.Freeze if you are making multiple for

the weekFree

The protein count varies depending on the brand you use. Do
your own research before trying this.



Now includes funding assistance for
medical formula AND low protein foods!





Powered by HCU Network America & HCU Network Australia,
we aim to utilize this platform to connect with HCU patients
and carers worldwide and gather your input on key topics in
relation to HCU diagnosis, management and treatment.

Questions and activities will be updated on the platform
throughout the year, so please check back regularly and
look out for email communications that will be sent out
notifying you when new topics are posted.

UPCOMING EVENTS

Join the conversation!
https://hcuenetwork.org/

JOIN THE HCU E-NETWORKJOIN THE HCU E-NETWORK

https://hcuenetwork.org/


Click Here

What? Why?

How?

Follow Us!

What is it?
 A secure private survey for
individuals or families
affected by Homocystinuria

What will I share?
Patient’s birthdate, gender,
exact diagnosis, and how
they were diagnosed

What will my info be used for?
Confidential and will not be
shared unless we have
permission
Helps HCUNA achieve our
goals

Why should I join?
Able to find other families
and patients in your state
and request contact
information
Access to exclusive
materials (ex: we may have
a webinar that a presenter
doesn’t want to share
publicly but is okay sharing
with just our community)

How do I
participate?

The form takes
3-5 minutes to
complete
Visit our
website and
click on
“contact
register” tab
or...

Contact Register

https://www.instagram.com/hcu_network_america/
https://www.youtube.com/HCUNetworkAmerica
https://www.linkedin.com/company/hcu-network-america/
https://x.com/hcuamerica


@hcu_network_america

@HCUAmerica

HCU Network America

Do you have
social media??

We 
do 

too!


