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Our son Jacob was born on September 22,

2017. He was long awaited by his older brother

and us. He was absolutely precious and our

perfect little bundle of joy. Then, on

September 30, our lives were turned upside

down by a phone call from the State. After

confirming that I was Jacob’s mother, they

asked if the pediatrician had reached out to

me regarding Jacob’s Newborn Screening

results. I told them that I had not received a

phone call and asked if everything was ok. In

turn, they said they could not give me any

information, but I should reach out to our

pediatrician. I didn’t quite understand why

the State was calling me regarding test results

for our son if they could not discuss the
results with me. 

Just as I was hanging up the phone, the

pediatrician’s office called to schedule us to

go in right away. When we got to the office,

Jacob’s doctor let us know that his methionine

levels were high, at 107, and that he would

need to be retested to confirm because he

may have a metabolic disorder called

Homocystinuria. We had never heard of this

disorder and asked her if she could explain.

She told us she had only heard of this

condition once before as a resident doctor

and could not provide much information.

Needless to say, we left the office feeling

scared, confused, and defeated as we did not

know where to turn.
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Jacob was retested on October 3, 2017, and his methionine levels were even higher at

703. I do not remember being told that Jacob’s levels were so high. In fact, during a

recent conversation with our genetic counselor, she said she may not have given us

the number to avoid scaring us even more. (It is important to note that in New

Jersey, the methionine cutoff for a positive result on the Newborn Screening test is

80 to 110.) But honestly, at that moment, we would not have known this number was

so important. We will be forever grateful that our metabolic team began treating

Jacob to get his levels down immediately. From day one, our genetic counselor has

been a Godsend because she has always been very informative and helpful.

After Jacob’s diagnosis, we continued to do our own

research, hoping to find anything that would give us

more insight into Homocystinuria. We still felt

worried and needed answers to so many questions. I

came across the HCU Network America website and

there I learned they were soon having their first-

ever HCU Conference. I reached out to Danae to

inquire about the conference and speak about Jacob.

She answered many of my questions and

encouraged me to bring Jacob along. The

conference was such an eye-opener for us! We

learned so much from the experts and met some

amazing people. We realized that Jacob’s early

diagnosis was a blessing. 

We realized that
Jacob's early diagnosis

was a blessing.



During these five short years, we have been

Jacob’s advocates in so many ways. On

numerous occasions, we have had to explain

Jacob’s disorder, his diet and the

medications he cannot take due to his

condition, to doctors, nurses, and teachers.

We will continue to be his number one

advocates for as long as we need to.

Jacob is an intelligent, vibrant, strong-willed five-year-old. He is managing his

Homocystinuria well. His treatment consists of Cystadane, B6, B12, Folic Acid, L-Cystine,

a low protein diet, and his supplemental formula. When we were originally told that

Jacob would need to be on a low-protein diet for the rest of his life, we were concerned

and thought about all the things he would miss out on. However, today, I feel that his

diet has allowed us to eat healthier as a family. We have adapted and learned how to

make substitutions with our meals so that Jacob does not have to feel as if he eats very

differently from us. We have been very fortunate to have family members and friends

that are always happy to make adjustments for Jacob during gatherings.

...his diet has allowed us to eat
healthier as a family. We have
adapted and learned how to
make substitutions with our

meals so that Jacob does not
have to feel as if he eats very

differently from us. 



This HCU Hero story was written with love by Liezza, mom of Jacob.

To all of the parents out there that have recently received this

diagnosis, please know that you are not alone. It is ok to be

scared, and it is ok to be saddened but know that with time

you will develop the strength you need to move forward. Do

not be afraid to reach out to The HCU Community. This

community did wonders for our family. It is full of wonderful

people that are always willing to lend a helping hand.  



LO PRO HOLIDAY DESSERT



https://hcunetworkamerica.org/wp-content/uploads/2022/11/HCU-December-2022-Meal-Plan.pdf


Looking for some new (and easy!) 
low protein meal inspiration? 

Check out our "Make it Lo Pro" video series! 

The best part? All ingredients can be found at
your local grocery store!

For more recipes and resources, visit www.aeglea.com

Holiday

favorite
!

Lo Pro at Home: Sweet potato baconLo Pro at Home: Potluck enchiladas

Lo Pro at Home: Snack board

@makeitlopro

Make It Lo Pro

https://bit.ly/HCUBTC-SP


VIRTUAL FUNDRAISER

Eat Panda Express, Support
HCU Network America!







 From your desktop, simply select “Your Account” from the navigation at the top of any page
 Then select the option to “Change your Charity”. From your mobile browser, select “Change

your Charity” from the options at the bottom of the page.
 Type HCU Network America in the search bar and search for the charity.
 Select HCU Network America charity to update your account

What is Amazon Smile?
Amazon Smile is a simple and automatic way for you to support HCU Network America every time

you shop, at no cost to you. When you shop, you’ll find the exact same low prices, vast selection and

convenient shopping experience all with the added bonus that Amazon will donate a portion of the

purchase price to us.

How do I set it up?
Simply, go to smile.amazon.com, the first time you enter the site it will ask you to designate an

organization. Type in HCU Network America and select us from the list. It is important to note that

in order for the donations to go to HCU Network America, you MUST check out from this url every

time - see best practices below for some pointers on how to do this.

What if I'm already set up and would like to switch to HCU Network America?
1.
2.

3.
4.

       If you are still having trouble, visit https://hcunetworkamerica.org/amazon-smile/ for the
       steps with images of how to.



Best practices for using Amazon Smile on a desktop
Now that your account is set up to use Amazon Smile, it is important to note that Amazon only

makes donations to HCU Network America when you checkout from your cart from this

smile.amazon.com. This is the only way HCU Network America gets any donations from Amazon

Smile. 

Shopping from your phone? Android and iPhone users, rejoice – you can now shop

Smile.Amazon from the app – check out the instructions here-

https://www.amazon.com/b?ie=UTF8&node=15576745011




http://smile.amazon.com/
https://hcunetworkamerica.org/amazon-smile/
http://smile.amazon.com/
https://www.amazon.com/b?ie=UTF8&node=15576745011


OUR MATCHING GIFT IS BACK - AND
BIGGER THAN EVER!!!

That's right, you heard us right! Thanks to two anonymous donors, any funds you
help raise from October through December 31, 2022, will be matched up to $30,000! 

We are asking every patient and family to help us raise funds for homocystinuria.

During the winter holiday's warm hearts and generosity can be felt near and wide.

During this time, we ask that you share our appeal letter with your colleagues,

friends and family. 

See our appeal letter on next two pages, or you can print it from here

https://hcunetworkamerica.org/wp-content/uploads/2022/10/2022-End-of-Year-Appeal-Letter-Final.pdf






EMPLOYER MATCHING GIFT
PROGRAM






GET YOUR HCU GEAR!

Looking for a 
last-minute gift or
stocking stuffer? 

Want to raise
awareness while
also supporting the
HCU community?

We've got you
covered!

https://www.bonfire.com/store/hcu-haberdashery/

https://www.bonfire.com/store/hcu-haberdashery/


RESEARCH

Ever wondered if that issue that you've
experienced is related to HCU?
(Dental, skeletal/connective tissue, heart,
mental/emotional/behavioral health, etc)

There's only one way to find out for sure! 
By sharing our collective experiences, we can help
researchers and our providers to better understand
ALL of the different manifestations of the disease.

Did you know?
The experiences that we share on Rare-X will 
help to shape our treatment guidelines! Let's 
make sure that our experiences are well-represented!

https://homocystinuria.rare-x.org/

https://homocystinuria.rare-x.org/


RESEARCH

bit.ly/3Vk2A4xCatch all of the replays here!

http://bit.ly/3Vk2A4x


EVENT ANNOUCEMENT
Inaugural Havey Levy Newborn Screening Symposium

Click here 
to join webinar

Currently, Dr. Levy and Boston Children's are in charge of one of the six U.S. sites that is
participating in the Natural History Study of Cystathionine Beta-synthase Deficiency
Homocystinuria (National Clinical Trial number NCT02998710) and subsequently an ongoing
clinical trial of enzyme replacement therapy for homocystinuria, which will help improve our
understanding of the disease course and clinical outcomes of homocystinuria and aid in the
development of better treatments for this devastating disease.  

Inaugural Havey Levy Newborn Screening Symposium

Dr. Levy developed a specific interest in homocystinuria during his
fellowship when he identified the first case diagnosed from newborn
screening. Shortly thereafter he and Dr. Harvey Mudd discovered the
first example of increased homocysteine due to a non-homocystinuric
disorder, now known as cobalamin C defect. This was also the first
example of a human disorder of vitamin B12 metabolism. Disorders of
sulfur metabolism have continued to be a major interest of Dr. Levy
throughout his career. He has authored over 400 medical articles and
book chapters on metabolic disorders, including many on the
homocystinemias, and has received a number of national and
international awards for his achievements. 

(8:15 am - 5:00 pm ET)

https://lnkd.in/e8KVPsfg


NEW RESOURCE

Download the full guide here: https://bit.ly/HCU-TTA-Assessment  

Our Transition to Adulthood Guide is here!
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https://bit.ly/HCU-TTA-Assessment
https://bit.ly/HCU-TTA-Assessment
https://bit.ly/HCU-TTA-Assessment


NEW RESOURCE

¡Ahora disponible

en español!

To download the full guide, visit: https://bit.ly/HCUBTC-SP 

https://bit.ly/HCUBTC-SP
https://bit.ly/HCUBTC-SP


NEW RESOURCE

¡Ahora disponible

en español!

Educator's Guide  - Cobalamin G & E

To download the full guide, visit: bit.ly/3EN3srf

http://bit.ly/3EN3srf
http://bit.ly/3EN3srf


NEW RESOURCE

¡Ahora disponible

en español!

Educator's Guide  - Classical HCU

To download the full guide, visit: bit.ly/3VA1LEV 

http://bit.ly/3VA1LEV


Synlogic Announces SYNB1353 Achieves Proof of Mechanism for
Treatment of Homocystinuria and Provides Business Update

Top-line Phase 1 data in healthy volunteers show that SYNB1353

reduces plasma methionine by consuming methionine in the GI tract

SYNB1353 has been granted Orphan Drug Designation (ODD) from the

FDA for the treatment of homocystinuria (HCU)

CAMBRIDGE, Mass., Nov. 30, 2022 (GLOBE NEWSWIRE) -- Synlogic, Inc.
(Nasdaq: SYBX), a clinical-stage biotechnology company developing
medicines for metabolic and immunological diseases through its
proprietary approach to synthetic biology, today announced that
SYNB1353 has achieved proof of mechanism and positive results in a
Phase 1 study in healthy volunteers treated with multiple ascending
doses of SYNB1353. SYNB1353 is an orally administered, non-
systemically absorbed drug candidate designed to consume methionine
in the GI tract for the potential treatment of homocystinuria (HCU). 
The Company also shared that the FDA has granted Orphan Drug
Designation (ODD) to SYNB1353 for the treatment of HCU. ODD is
granted by the FDA to drugs or biologics intended to treat a rare disease
or condition, which generally affects less than 200,000 individuals in
the U.S. ODD-granted therapies entitle companies to development
incentives including tax credits for qualified clinical trials, user fee
exemptions, and the potential for seven years of market exclusivity after
approval.

To read the full press release, visit: bit.ly/3FfEd24

INDUSTRY NEWS

http://bit.ly/3FfEd24






Contact Register
What is the contact register?
The contact register is a secured private survey that allows you to share information on you or

your family member with HCU with us. This includes where you are from, your relationship to

homocystinuria, the patient’s birthdate, gender, their exact diagnosis (e.g. CBS, cobalamin, or

MTHFR), how they were diagnosed, and if the patient was diagnosed through newborn screening.

This information is kept confidential and will not be shared unless you give us permission. By

registering, you will be able to identify other patients in your state and request their contact

information. You will also be able to access information posted over time that can only be shared

with the patient community. (For example, we may have webinars that the expert presenter does

not want to be publicly available, but is willing to share with the HCU community.)
 
What will this information be used for?
HCU Network America strives to inform patients and families with resources, create connections,

and support advancement of diagnosis and treatment of HCU and related disorders. The

information you provide helps us succeed in our mission - plan events, develop resources and

educational tools, and ensure everything is being done to support timely and accurate diagnosis

from birth. It also allows us to have informed conversations with doctors, pharmaceutical

companies, and law makers. Your information helps us understand the landscape better so we can

better advocate for you!
 
How do I participate?
The contact register form takes approximately 3-5 minutes to complete. You can find the form

either by visiting our website and clicking on the “Contact Register” tab, or you can fill it out by

going directly to: https://bit.ly/3OJuF1W

FOLLOW 
US

https://www.facebook.com/HCUNetworkAmerica/
https://www.instagram.com/hcu_network_america/
https://twitter.com/HCUAmerica
https://www.youtube.com/channel/UCdYChYZ3uMTGIpM0rBkmyaw
https://bit.ly/3OJuF1W
https://www.linkedin.com/company/hcu-network-america

