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Our daughter Mila was born in October of 2018. She
is our little ball of fire, in the most beautiful way! She
is feisty, so smart, and she thinks she is so funny.
One week after our little fireball was born, her father
and I received a phone call that would leave us
paralyzed. It was about Mila’s Newborn Screening
results. Based on her results, it was determined that
Mila had "Classical Homocystinuria". It was
tremendously difficult for us to process the
information. We had just met our beautiful baby girl,
and already our minds were racing with every
emotion and scary thought. We had no idea what
Homocystinuria was and thought we were going to
lose our daughter.

HCU HERO: 
MILA FROM VANCOUVER

 
Mila's Story 

After that phone call, we spent over a week at British
Columbia Children’s Hospital with Mila where an
amazing team of doctors, nurses, and dieticians
treated her to bring down Mila's levels, as they were
quite high. The doctors also helped to come up with
a plan to keep her levels down moving forward. The
team was not only helping us but also learning more
about Mila's condition due to its rarity. Because of
how high Mila's levels were, an MRI was suggested to
make sure she had no edema (swelling in the brain).
This was one of the scariest times for us, as we were
terrified of what they were going to find. Once her
results came back, we were relieved to find out that
she was okay. 



Our metabolic team spent day after day with a trial and error approach with her
formula and medications to make sure their treatments were going to keep Mila's
levels stable. At the same time, they were also consoling us along the way, as they
knew how scared we were. She was just so perfect and so small; she truly was a little
trooper. As of now, Mila's treatment plan consists of B6, Folic Acid, and Betaine, along
with her formula and now monthly blood work. We knew after we left the hospital,
that not only have our lives changed but also Mila's. The metabolic team left us with
all the tools to successfully manage her condition at home, along with access to them
when needed. I was still so nervous about leaving the hospital with this beautiful little
baby and I was scared of how I was going to continue her treatment plan without all
the support around me.

As parents, the
biggest challenge

is trying not to
worry.

As parents, the biggest challenge is trying not to worry. Millions of questions ran
through our heads: What would Mila’s life look like? What about her diet? Will she
have development problems? Is this condition going to cause other health problems?
How will she feel when she is at a birthday party and all the other kids can eat the
birthday cake and all the treats and she cannot? And one day, if she chooses to have
children, what is pregnancy going to be like for her? It was just never-ending
questions and a feeling of uncertainty for her father and me. 



Another big challenge that we began to face was that Mila was becoming quite the
picky eater. First, with all her restrictions and now on top of everything, she was
being so picky. We were constantly so afraid that she wasn't getting enough
nutrients and I became obsessed with food and feeding her all the time. However,
despite all of our worries, we were always reassured by her doctors that she was
doing well.

Once I had a chance to stop and reflect, I realized
that moving forward, I would need to take each day
one day at a time. I realized that I needed to be
grateful that her condition was caught early on and
that we live in a time where there are many
different options for food and other various
resources, including all of the amazing support
that we have had. We even had a development
coach come and see her every 3 months to make
sure she hit every milestone, and she did! 

For parents who have children with HCU, I feel
that the best way to navigate through this is to
reach out to people who are going through the
same or similar situations. Having a support
system helps so much. I know it helped us with
feeling anxious at times, knowing we could talk to
someone who knew what we were going through.
This made us feel a lot better and made us feel like
we weren’t alone. You can learn a lot from each
other, whether that means just having a shoulder
to lean on or sharing resources with one another. 

I realized that I needed to be
grateful that her condition was

caught early on and that we live in a
time where there are many
different options for food...



This HCU Hero story was written with love by Luvy, mom of Mila.

Our goal for Mila is to teach her independence and my goal as her mother is to
teach her to be a strong woman who will be ready to take care of herself one day
and not let this condition stop her from achieving her goals and aspirations in life. 
I don’t want Homocystinuria to define her. She is such a strong-willed little girl and
we never want that fire in her to die, and as her parents, we will never allow that to
happen. We watch as her teachers adore and praise her, we watch her play her
little heart out on the soccer field, we watch her pretend to be a mermaid during
her swimming lessons, and it is within these little moments that we see who she is,
and we see who she will become. 











Thank you to everyone who participated in activities and
shared during our 2022 HCU Awareness Month!

HCU AWARENESS MONTH RECAP
 

20 new Facebook followers & grew our reach by 80%

38 new Instagram followers & grew our reach by 180%

21  new Twitter followers & grew our reach by 283%

64 new LinkedIn followers & grew our reach by 47%

Social Media is a powerful tool for raising awareness!

Not only does HCU Awareness Month bring attention to our organization and the disease,
but it also draws attention to other issues related to homocystinuria. We see a lot of growth
thanks to those who follow along with us and share!

During the month of October, we gained:  

With 17 shares, & 266 post engagements,
our HCU Awareness 2022 Day 1 fact had the biggest reach.

Social Media Reach
 

#HCUAwareness 2022: #HCUFact1
#Homocystinuria is an elevation of the
amino acid, #homocysteine in our urine or
blood. High homocysteine can be caused
by #Cystathionine-Beta-Synthase (relates
to B6), #Cobalamin disorders (relates to
B12), remethylation disorders, such as
#MTHFR (relates to Folate).

To download the Homocystinurias Flowchart graphic, 
visit  https://bit.ly/HCUFlowChart

https://business.facebook.com/hashtag/hcuawareness?epa=HASHTAG&__xts__%5B0%5D=68.ARBzlSSLzU9vFHDAbl0MK79MWc3FN-VAdMXMUpRMzu1x1E2OixldzhqXpdpME-ba-MDNQSMsA0f9G8SpHugmAsDqFEA-RrAHxjB1hwDXqxblO6wNapkxWX-21V2bXSAcZU0Drf9fs00DLrs-rYlrKmqa7ACVWl97g9Q9CBbpuTMW7xSr89RoX3hVy4k&__tn__=%2ANK%2AF
https://business.facebook.com/hashtag/hcufact1?epa=HASHTAG&__xts__%5B0%5D=68.ARBzlSSLzU9vFHDAbl0MK79MWc3FN-VAdMXMUpRMzu1x1E2OixldzhqXpdpME-ba-MDNQSMsA0f9G8SpHugmAsDqFEA-RrAHxjB1hwDXqxblO6wNapkxWX-21V2bXSAcZU0Drf9fs00DLrs-rYlrKmqa7ACVWl97g9Q9CBbpuTMW7xSr89RoX3hVy4k&__tn__=%2ANK%2AF
https://business.facebook.com/hashtag/homocystinuria?epa=HASHTAG&__xts__%5B0%5D=68.ARBzlSSLzU9vFHDAbl0MK79MWc3FN-VAdMXMUpRMzu1x1E2OixldzhqXpdpME-ba-MDNQSMsA0f9G8SpHugmAsDqFEA-RrAHxjB1hwDXqxblO6wNapkxWX-21V2bXSAcZU0Drf9fs00DLrs-rYlrKmqa7ACVWl97g9Q9CBbpuTMW7xSr89RoX3hVy4k&__tn__=%2ANK%2AF
https://business.facebook.com/hashtag/homocysteine?epa=HASHTAG&__xts__%5B0%5D=68.ARBzlSSLzU9vFHDAbl0MK79MWc3FN-VAdMXMUpRMzu1x1E2OixldzhqXpdpME-ba-MDNQSMsA0f9G8SpHugmAsDqFEA-RrAHxjB1hwDXqxblO6wNapkxWX-21V2bXSAcZU0Drf9fs00DLrs-rYlrKmqa7ACVWl97g9Q9CBbpuTMW7xSr89RoX3hVy4k&__tn__=%2ANK%2AF
https://business.facebook.com/hashtag/cystathionine?epa=HASHTAG&__xts__%5B0%5D=68.ARBzlSSLzU9vFHDAbl0MK79MWc3FN-VAdMXMUpRMzu1x1E2OixldzhqXpdpME-ba-MDNQSMsA0f9G8SpHugmAsDqFEA-RrAHxjB1hwDXqxblO6wNapkxWX-21V2bXSAcZU0Drf9fs00DLrs-rYlrKmqa7ACVWl97g9Q9CBbpuTMW7xSr89RoX3hVy4k&__tn__=%2ANK%2AF
https://business.facebook.com/hashtag/cobalamin?epa=HASHTAG&__xts__%5B0%5D=68.ARBzlSSLzU9vFHDAbl0MK79MWc3FN-VAdMXMUpRMzu1x1E2OixldzhqXpdpME-ba-MDNQSMsA0f9G8SpHugmAsDqFEA-RrAHxjB1hwDXqxblO6wNapkxWX-21V2bXSAcZU0Drf9fs00DLrs-rYlrKmqa7ACVWl97g9Q9CBbpuTMW7xSr89RoX3hVy4k&__tn__=%2ANK%2AF
https://business.facebook.com/hashtag/mthfr?epa=HASHTAG&__xts__%5B0%5D=68.ARBzlSSLzU9vFHDAbl0MK79MWc3FN-VAdMXMUpRMzu1x1E2OixldzhqXpdpME-ba-MDNQSMsA0f9G8SpHugmAsDqFEA-RrAHxjB1hwDXqxblO6wNapkxWX-21V2bXSAcZU0Drf9fs00DLrs-rYlrKmqa7ACVWl97g9Q9CBbpuTMW7xSr89RoX3hVy4k&__tn__=%2ANK%2AF
https://bit.ly/HCUFlowChart


HCU AWARENESS MONTH RECAP
 

Thank you
 

for your support!

FABULOUS HCU AWARENESS FUNDRAISERS



 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


What is Giving Tuesday?
GivingTuesday is a global generosity movement unleashing the power of radical generosity.
GivingTuesday was created in 2012 as a simple idea: a day that encourages people to do good.
Since then, it has grown into a year-round global movement that inspires hundreds of millions
of people to give, collaborate, and celebrate generosity. This year, GivingTuesday will be
November 29.

Start to reach out to your friends and
family in advance and get them to
pledge a donation first thing on
November 29th! 
Let them know that by giving to HCU
Network America, they are supporting
programs and resources that directly
benefit the patients and caregivers of
our community.
Remind them that all donations are
tax-deductible AND will be matched by
3 anonymous donors (up to $30,000!)

How do I get involved?

We are asking you to assist us in reaching
our $10,000 GivingTuesday fundraising
goal. 

To get started, set up your own
GivingTuesday fundraiser on
GoFundMe.com, Facebook, or Instagram!
Setting up your fundraiser on these
platforms is simple and HCU Network
America receives 100% of the donations!

How do I set up a GoFundMe fundraiser?

It's easy!  Select 'charity' and type in HCU
Network America. From there, just follow
the prompts! GoFundMe is great because
you can link in a video if you'd like. 
 Consider a quick video telling how our
programs have made a positive impact on
you, along with your ask.  Or, you can
always post an image along with text.

To see a sample fundraiser from HCU
Awareness month on GoFundMe, visit:
https://www.gofundme.com/f/elliotts-hcu-
awareness-2022-fundraiser

https://www.gofundme.com/f/elliotts-hcu-awareness-2022-fundraiser


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

 







Aeglea BioTherapeutics Provides Clinical Progress and Regulatory
Update for Homocystinuria Program

AUSTIN, Texas, Oct. 4, 2022 /PRNewswire/ -- Aeglea BioTherapeutics, Inc.
(NASDAQ:AGLE), a clinical-stage biotechnology company developing a new

generation of human enzyme therapeutics as innovative solutions for rare
metabolic diseases, today announced that dosing in the third cohort of the Phase
1/2 clinical trial of pegtarviliase for the treatment of Classical Homocystinuria is
underway. 

Additionally, the company received a letter from the U.S. Food and Drug
Administration (FDA) responding to a recently submitted protocol amendment for
the Phase 1/2 clinical trial of pegtarviliase for the treatment of Classical
Homocystinuria, saying that additional information is needed before the trial can
be expanded to adolescents. 

To read the full press release, visit https://bit.ly/3ChO30M

 

INDUSTRY NEWS

Travere Therapeutics Reports Third Quarter 2022 Financial Results and
Corporate Updates

SAN DIEGO, Oct. 27, 2022 (GLOBE NEWSWIRE) -- Travere Therapeutics, Inc.
(NASDAQ: TVTX) today reported its third quarter 2022 financial results and
provided a corporate update. 

A Breakthrough Therapy Designation was granted to the pegtibatinase
development program for classical homocystinuria (HCU).

To read the full press release, visit https://bit.ly/3U5MdY9

https://bit.ly/3T9fMIv
https://bit.ly/3ChO30M
https://bit.ly/3T9fMIv
https://bit.ly/3U5MdY9


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


NEWBORN SCREENING

Elliott was missed at Newborn Screening and was diagnosed at age 2 1/2 with
Classical HCU after suffering serious health complications. By sharing Elliott's
Newborn Screening story, Liz hopes to raise awareness of the gaps and
limitations within the Newborn Screening system so that all babies - no matter
where they live, can be identified at birth, giving them the best chance for a
healthy start to life!

To read more about Liz's ambassador journey, and to meet the other
ambassadors, visit https://bit.ly/3DR9Leh

Liz Carter, mom of 6-year-old Elliott, is a 

Newborn Screening Ambassador!

Be sure to check out these Navigate Newborn Screening Ambassador videos, where Liz

shares more about Elliott's story and her experiences in the Ambassador program:

NBS in one word Meet the ambassadors Community Leadership

https://bit.ly/3DR9Leh
https://www.youtube.com/watch?v=nniHSCPLO9k&t=3s
https://www.youtube.com/watch?v=i4MmNrd0NoA&t=15s
https://www.youtube.com/watch?v=czUB21vFFTs&t=11s


NEWBORN SCREENING



 MEET OUR NEW COMMITTEE
MEMBER!

Danielle is a patient with Classical Homocystinuria diagnosed 
through the Newborn Screening Program in New York City. She 
resides in Winter Park, FL with her husband Irving, 3 sons and 3 
dogs. Thankfully, having HCU is all she knows and has 
experienced minimal negatives and multitudes of positives. 
Danielle comes from a large family that serves as an amazing 
support system which continuously feeds her passion of servant 
leadership amongst the HCU community. Danielle is excited to 
lend her experience as a patient, traveler, foodie, and learning 
and development professional within the “big 5” health care 
companies to promote that living with a rare disease while 
simultaneously obtaining success in your passions is possible.



EVENT ANNOUCEMENT

REGISTER HERE:: HTTPS://WWW.EVENTBRITE.COM/E/456507144157

 
FOR A VIRTUAL COOKING CLASS!

Join us 

https://www.eventbrite.com/e/456507144157
https://www.eventbrite.com/e/456507144157
https://www.eventbrite.com/e/456507144157


 MEET OUR NEW COMMITTEE
MEMBER!

Brandon lives in the high desert of Southwest Wyoming in the 
small town of Green River with his wife Shandra and two 
children, Madyson and Mason. Their story in the HCU world 
began when Mason’s newborn blood screening picked 
something up and he was sent to Children’s Hospital of 
Colorado’s NICU where he was diagnosed with Cbl C. Brandon 
is an avid mountain biker and enjoys camping, fishing, and 
helping with Mason’s Cub Scout pack. 



NEW RESOURCE

¡Ahora disponible

en espñol!

Download the Spanish Cobalamin Monitoring recommendations: https://bit.ly/MonitorCblSP 

https://bit.ly/MonitorCblSP
https://bit.ly/MonitorCblSP


EVENT ANNOUCEMENT

Register here

https://web.cvent.com/event/5549042f-0c64-40d4-9d6a-2a62c75167a8/regProcessStep1


Homocysteinemias 
online course
November 7-18, 2022  

Free of charge for physicians & trainees, nurse/nurse
practitioners, physician associates, genetic counselors,
dietitians; $100 corporate applicants

Approved for 7.0 AMA PRA Category. 1 Credits™/ 7.0 AAPA Category 1 CME credits/ 7.0 ANCC Contact Hours/ 7.0 Credits for Dieticians

have a science background
have had no/limited formal training in genetic metabolic
disease
are interested, or are involved, in the diagnosis/management of
patients with inborn errors of metabolism

The course targets primarily (but not exclusively)
advanced practice providers and clinicians who:

 

Learn more and sign up here: https://bit.ly/3UPLfk7

EVENT ANNOUCEMENT

https://bit.ly/3UPLfk7






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

