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Our child’s name is Cameron (mostly known
as Cam), and she is six years old. Cam was
born in August of 2016 at 38 weeks through
cesarean section due to being breached, but
otherwise, it was an overall healthy “normal”
pregnancy. Thanks to the newborn screening
tests, Cameron was diagnosed at birth with
her disease. They called us within the first two
weeks of bringing home our newborn baby
from the hospital saying that she had tested
positive for a genetic disease: Methylmalonic
Acidemia, which was caused by Cobalamin C
deficiency.  
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After multiple Ophthalmologist
appointments and a sedated imaging
scan through neurology, Cam received
a diagnosis of retinal degeneration in
2019. As you can imagine, we as her
parents took this news hard. We
feared the unknown. We wondered
what this diagnosis might mean for
our baby’s quality of life, her future
and for us as a family. After our initial
feelings and emotions set in, we knew
we needed to make some mental
adjustments so that we could be at our
best to provide for our special baby
and be her advocates. 



Although Cameron has developmental
delays and struggles with vision
impairment she continues to thrive and
amaze us in other aspects of her life. She is
bilingual, speaking both English and
Spanish fluently; the first in the last two
generations on her mom’s side to do so.
Her disease affects her body’s strength
and energy but her motor skills have
grown tremendously, and she is so very
active and full of life. She is progressing in
her understanding of situations and how
to react to them. Cameron also amazes us
with her remarkable memory! If you’ve
ever met her, taken her somewhere,
played a song for her or simply spent time
with her, she will never forget it and will
remind you any time she sees you again.   
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Our friends and family have been great. This journey
has humbled us all and shed light on so many things
we never imagined we’d face or ever go through as
we love and support Cameron. Cameron has
touched many of our loved ones and has a special
place in their hearts. We rallied together in 2020 for
World Rare Disease Day and hosted a fundraiser to
raise money and donate to help with resources and
research for all genetic diseases. The love and
support we received was amazing - all for the love
of our sweet Cam. Her journey is teaching us all not
only knowledge about this rare disease but empathy
for all those affected. 

Her disease affects
her body’s strength
and energy but her

motor skills have
grown tremendously,

and she is so very
active and full of life.



This HCU Hero story was written with love by Sarah, mom of Cam.

If we could give newly diagnosed
families advice it would simply be this -
the promise that no matter how it
seems right now, everything will be ok.
Many emotions will come into play
initially and I hope you know that your
feelings are valid, and that you are not
alone on this journey. Time will bring
you understanding, knowledge, hope
and most importantly strength. Be
patient with your child and yourself as
you’re figuring out this way of life
together. Don’t measure your child
against others or what medical
standards say. Don’t dwell on the
setbacks and celebrate the wins, big or
little. Enjoy your little one because time
flies by and you are truly blessed to be
given the honor of watching and
helping this amazing being grow. Stay
strong, stay together and...
remember how lucky you are to love
someone RARE!  

The biggest challenge as her parents honestly comes from just feeling helpless
at times, wanting to give Cameron all the treatment and help she needs to be
able to do everything a child her age should be able to. As of now, Cameron’s
biggest obstacle seems to be her loss of vision. She has struggled with the lack
of eyesight from the very beginning, has seen different ophthalmologists, and is
dealing with retinal degeneration. It is sometimes challenging for us to
determine in certain situations if Cameron is not comprehending something or
if her eyesight is rendering things. I think simply having patience and grace for
her as she learns to navigate through life is how we will overcome these
situations.  





Our annual appeal started in October with HCU Awareness
month. We had a good start to the month with several

fundraisers hosted on behalf of HCU Network America. In

October we raised $2,344 thanks to the 2 families who set up

fundraisers on behalf of the organization and to the many

others for their individual donations. 
 
In November we had another wonderful opportunity to raise

awareness and funds for HCU Network America with

Thanksgiving and Giving Tuesday. We also sent an email

with an appeal letter that those in the community could

share with their family, friends, co-workers and others. By

the first part of December, we were 30% of the way to our

goal. Thank you to those who set up #GivingTuesday

fundraisers.

 By mid-December, as our annual appeal was about to come

to a close, we sent out a few more emails recapping our

accomplishments of the past year. Because of our successful

campaign, we were able to accomplish a lot in 2022! With

these emails, we were able to take in $13,979.52, with a final

total of $22,573 to continue our mission in 2023!

While we did not meet our financial goal, we are still very

thankful for the generous donations from our supporters!

We couldn’t have had a successful 2022

2022 $30k Match Challenge Highlights



JANUARY FUNDRAISING  EVENT:
SUPER BOWL SQUARES

Big sporting events are a great way to not just show your team spirit, but they are
a fantastic way to raise funds for your charity of choice - HCU Network America!

How it works: 
The cost is $5 or $10 donation per square. The
purchaser writes his or her name in the suqare, and
then the seller will randomly pick numbers 0-9 from
each team in the game, and assign that number to a
particular row or column (the grey shaded columns).
These numbers represent the last numbers in the
score of each team at the end of the game. In other
words, if the final score is Giants 17 - Dolphins 14,
then the winning square is the one with a Giants
number 7 and a Dolphins number of 4. Since no one
knows what numbers each square will represent, the
odds are the same for everyone. So good luck and
have fun!

Winner Breakdown:
If you sell 100 squares (you must sell all squares to
host the fundraiser) at $10 each, the funds raised are
$1,000. You can chose to split the pot evenly and the
winner will get $500 or get a large item donated for
the winner and keep all funds raised toward your
fundraising effort. (You can also decide to split the
prize money and give some at half time or the end of
each quarter. 

Further instructions and templates:
https://www.printyourbrackets.com/nflweekly
100squares.html

Online tools:
http://footballsquaresonline.com

https://www.runyourpool.com/nfl-football-
pools.cfm

Need help hosting a fundraiser? Email us - info@hcunetworkamerica.org

https://www.printyourbrackets.com/nflweekly100squares.html
http://footballsquaresonline.com/
https://www.runyourpool.com/nfl-football-pools.cfm


 New Resources

In December we debuted our new Transition to Adulthood, Milestones

Assessment guide, and this month we are sharing our first resources to go along

with it! 

The first two objectives in the

guide are: I know what type of

homocystinuria I have, and I can

explain the basics of my condition.

Knowing the type of

homocystinuria you have and the

basics will allow you to better

advocate for yourself and make

sure your treatment aligns with

your specific type of HCU.

The first infographic helps provide

you with a simple explanation of

the vocabulary you need to

understand the basics. The

vocabulary boxes are color coded

to match the words on the second

infographic.

 The second infographic breaks

down the three main types of

homocystinuria, what their body

can't convert, and what their

treatment may look like. 

Let's help you Transition to Adulthood!

https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2023/01/Transition-To-Adulthood-I-know-what-kind-of-homocystinuria-I-have.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2023/01/Transition-To-Adulthood-I-know-what-kind-of-homocystinuria-I-have.pdf
https://hcunetworkamerica.org/transition-to-adulthood/
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2022/12/transition-chart-FINAL11.30.22.pdf
https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2022/12/transition-chart-FINAL11.30.22.pdf
https://hcunetworkamerica.org/transition-to-adulthood/
https://hcunetworkamerica.org/transition-to-adulthood/


Click to learn about our 
          Back to Care mentor program

 Back to Care Program

With all of the challenges that managing HCU
presents, it's easy to stray away. But the good
news is...

Feeling like you need to hit the 'reset' button?

It's never too late to get back on track.

Click to access our 
Back to Care guide

I knew that I needed to take care
of ME so that I could have the
future that I didn't think I could
have before.

-Aimee from Maryland

https://2d3505.p3cdn1.secureserver.net/wp-content/uploads/2022/01/Back-to-Care-Guide-Final-January-2022-v-2.pdf
https://hcunetworkamerica.org/back-to-care-mentor-program/
https://hcunetworkamerica.org/back-to-care-mentor-program/


RESEARCH

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

The New Year isn't the only thing we're celebrating! 

Our Rare-X Data Collection Program now has
representation in 19 states....and counting! 

Be counted! 
Help us to Shine a Light on HCU by sharing your experiences.

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


UPCOMING EVENT

Now in its 12th year, Rare Disease Week on Capitol Hill empowers
and inspires hundreds of advocates each year. The connections you
make during the week will impact rare disease patients for
generations to come.

Hosted by the Rare Disease Legislative Advocates (a program of the
EveryLife Foundation for Rare Diseases), the multi-day event brings
together rare disease advocates from across the country to make
their voices heard by their Members of Congress. Participants are
educated on policy proposals impacting the rare disease community
and provided opportunities to advocate for policy changes directly to
their Members of Congress.
No matter one’s connection to rare disease or their advocacy
experience level, all are welcome.

To learn more, and to register to attend visit: 

Registration for Rare Disease on Capitol Hill 2023 will open
on January 4th, 2023.

https://everylifefoundation.org/rare-advocates/rare-disease-week/

https://everylifefoundation.org/rare-advocates/rare-disease-week/












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

