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I was born on December 14, 2002, and was
the first child to my mom and dad. I was born
anemic, but other than that, I don’t know of
any complications or indications at birth or
early on other than being a typical, healthy
baby. Two years after I was born, my brother
came along. He, too, was born anemic but a
healthy, thriving baby. In fact, according to
my mom, he hit all of his milestones early.   

I didn’t start walking until I was 18 months old,
and I didn’t say my first word until the age of 3.  My mom concluded that perhaps 
it was due to speaking so many languages at home since I grew up in a multilingual
household. By age 4, after participating in different therapies to help catch me up to
speed, I was on par with my peer group. I also experienced vision issues; by age 5 I had
glasses. Another thing that does stick out to me from my early childhood years is that
until the age of 8, I was still drinking out of a baby bottle. 

In my early elementary school years, I did just fine in school. I tended to excel in
math but was always grouped in the “lower level” reading groups in class by my
teachers. When I was 9, my figure skating coach noticed that I seemed to be
experiencing processing issues and shared this with my parents. Over time, it
started to become more obvious that something was off because during junior high
I started to have a hard time completing assignments. I did have accommodations
that allowed me more time, among other things, to help me keep up. In 6th grade, I
started speech therapy to help me address some of the gaps in my speech abilities.
By the second semester  of 7th grade, I really started having difficulties and had to
drop down to grade level math. I began to struggle in history as well, needing more
and more time to keep up with the pace of the classroom and needing more time
to complete assignments.  
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The summer of going into high school, while in Thailand with my family, I had my first
seizure. I went to the hospital, and an MRI was performed, but didn’t show anything
that raised concerns. It was really in my junior and senior year of high school that
things really started to come to a head. I experienced the loss of my dad to cancer,
which took a huge emotional toll on me. My memory and cognition really started to
decline during this time, too, and I feel as if I almost reverted back to a very young
baby or child. I was still functioning and going to school, but at this point, I could no
longer manage all of the activities that had been such a big part of my life. I went
from being an average kid, being able to do anything from figure skating, to
swimming, playing the piano, to JV tennis in high school, making good grades, to
having to stop all the extracurriculars because it just became too much. 

My family and I went on a trip to Hawaii around
spring break of my senior year of high school.
While on the trip, my family members noticed
some issues that I was having with coordination
and movement, as well as judgement and issues
with impulsivity. 

My memory and cognition
really started to decline

during this time, too, and I
feel as if I almost reverted
back to a very young baby

or child. I was still
functioning and going to
school, but at this point, I
could no longer manage
all of the activities that

had been such a big part
of my life.

home, three days 
When we returned

after my 18th birthday, I got sick with covid. I had a
second seizure, and from this point on, I don’t
remember much of anything. At some point, I was
hospitalized, and doctors began to realize that
something was really wrong. I wasn’t able to say
much, I was having trouble moving and walking and
was sleeping 16+ hours a day. 

The doctors ran a ton of tests, and my mom was busy
doing her own research, trying to get to the bottom
of what was going on with me.  None of the initial 
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tests came back with results that pointed to an answer. Doctors took samples from
both me and my mom and sent them off for whole exome sequencing. A month
later, when the results from the whole exome sequencing came back, it prompted
my doctors to perform a repeat of metabolic testing. The metabolic testing showed
increased plasma homocysteine and increased CSF-5-methyltetrahydrofolate,
which confirmed a diagnosis of cblG deficiency. 

I was started on Vitamin B12 (hydroxocobalamin) injections, Leucovorin tablets, and
Cystedaine/Betaine Oral Powder.  Within two weeks, my mom noticed an
improvement in me, and I was able to communicate with my brother again. Five
months after starting treatment, I was able to go to college and was really getting
back to myself again.  

Doctors are calling what I experienced “Reversible dementia”, due to my
undiagnosed/late-onset Cobalamin G Deficiency. In fact, the doctor that helped
diagnose me, Dr. Bicknese, along with my current geneticist, Dr. Baker, and a few
of their colleagues, published a paper about my experience. You can read it here.  

Now, I am twenty years old and a third-year college
student at NIU pursuing health sciences as well as
working with the family business. For now, my goal is
to graduate in Spring 2026 with a bachelor’s in
science with an interest in health sciences and
transfer to Northwestern to pursue a master’s in
public health with concentrations in community health
and global health. I also want to get a summer job at
Lurie Children’s Hospital so I can get a feel of what I
am doing with my major. My dream one day is to not
only run the family business and travel around the
world as an integrative medicine pediatrician but
become a woman that my family can be proud of.  

https://pmc.ncbi.nlm.nih.gov/articles/PMC10351559/
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Throughout the process, my family has been
extremely supportive of me and I am supportive of
them. I’ve been able to overcome challenges by
being surrounded by my friends and family that I
can call home. My friend, Kai, was able to do
weekly facetime calls with me to help me with my
academics. My friend, Emily, was able to help me
with my creative mindset. My friends don’t really
care if I have my disorder because they treat me
as how I would treat them. 

When I explain my disorders and treatments to others,
the general reaction would be shocking, which I totally
get, but I choose wisely on who I should tell because
there will always be people who can actually help and
support you and there are others who will take
advantage of you.   

For families and young people newly diagnosed
with homocystinuria (HCU) or cobalamin (B12)
disorders, the journey ahead may feel
overwhelming, but you are not alone. As someone
who has lived through this, I want to share some
words of encouragement and practical advice:    

Knowledge is Power – Educate Yourself 
Understanding your diagnosis is the first step in taking control of your health.
Learn about: 

Your specific type of HCU or Cobalamin disorder 
Dietary restrictions and supplementation 
Symptoms to watch for 
How to advocate for yourself in medical settings 

Build a Strong Support System 
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Family & Friends: Educate them about your condition so they can support you. 
Medical Team: Find doctors who specialize in metabolic disorders and don’t
be afraid to ask questions. 
Community: Connect with others who have HCU/cobalamin disorders—they
understand what you're going through 

Follow Your Treatment Plan (Even When It’s Hard) 
Diet and Supplements: If your condition requires dietary changes or B12
injections, stay consistent. Even small lapses can have a big impact
Routine Bloodwork: Keep up with regular monitoring to track your levels and
adjust treatment as needed. 
Stay Organized: Use a medication tracker or journal to help you stay on top
of everything. 

Don’t Let It Define You 
You are not your diagnosis. Yes, it’s part of your life, but it doesn’t have to
control it. You can still chase your dreams, build relationships, and enjoy life.
It may take extra effort, but you are capable of so much. 

Be Patient With Yourself 
If you have cognitive delays, physical challenges, or learning struggles,
remember that progress takes time. Celebrate small victories, and don’t
compare your journey to others. 

Mental Health Matters 
A diagnosis like this can bring frustration, isolation, or anxiety. It’s okay to ask
for help—whether from a counselor, a support group, or loved ones. Your
emotional well-being is just as important as your physical health. 

You Are Stronger Than You Think 
Living with a rare disorder makes you resilient. You’ll face challenges, but you
will also discover strength, adaptability, and a unique perspective on life that
many never experience. 

I won’t lie—this road isn’t always easy. But with knowledge, support, and
perseverance, you can lead a full, meaningful, and impactful life. You’ve got this. 
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As far as the future goes my hopes are for better treatment options that make
managing homocystinuria (HCU) and cobalamin disorders easier and more effective,
and one day, a cure. It would be ideal to have more accessible and effective
therapies, such as gene therapy, or new medications that could help regulate
metabolism without such strict dietary restrictions. Additionally, easier and more
tolerable treatment options—less painful injections, better-tasting formulas, and
more convenient ways to manage the condition. 

I also hope for:
Earlier diagnoses & awareness: Many people suffer for years before getting
a proper diagnosis. Misdiagnosis & late diagnoses happen too often. Many
people, including me, go undiagnosed for years, leading to unnecessary
complications. I want doctors, medical professionals, and even everyday people
to be more aware of the symptoms so that others don’t suffer in silence.
Universal newborn screening for HCU and cobalamin disorders worldwide
would be key in early diagnosis, and more awareness among doctors so they
recognize symptoms early and prevent complications before they start. I also
hope for more research funding to ensure that progress continues in
understanding these conditions. 
A supportive & understanding society: Less stigma and more empowerment
for those with disabilities or chronic illnesses. Living with a rare disorder can
feel isolating. I wish for more education for schools, workplaces, and the public
—so that accommodations and empathy become the norm, not the exception.
Also, I have hopes of a stronger global community of people with metabolic
disorders—so no one has to face this journey alone. 
A Future Without Fear: For myself and others, I wish for a future where we
don’t have to fear medical emergencies due to missed treatments or lack of
knowledge from healthcare providers. Where we can live long, fulfilling lives
without the constant stress of managing every detail of our condition. We can
dream big, pursue careers, families, and adventures without limitations holding
us back. Most of all… I hope no one feels alone. No matter how rare this 
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I want people to know that... 
It’s more than just a metabolic disorder. People often think homocystinuria
(HCU) and cobalamin disorders are just about diet or vitamin deficiencies, but
it’s o much more. These conditions can affect: 

The brain (cognition, memory, mental health) 
Vision (risk of blindness, lens dislocation) 
The skeletal system (osteoporosis, long limbs, scoliosis) 
The heart (blood clots, stroke risk, vascular damage) 
Daily energy and fatigue levels 

disorder is, no one should feel like they’re fighting this battle by themselves. My
greatest hope is that everyone with HCU or a cobalamin disorder knows that they
are strong, capable, and never alone. There is hope. There is progress. And we are
so much more than our diagnosis. 

Managing it isn’t just about taking medicine—it impacts nearly every part of
life. It’s a lifelong condition, but not a life sentence. Yes, it’s challenging and
requires discipline and sacrifice. But it does not define me or anyone else who has
it. With the right support, medical care, and perseverance, people with these
disorders can still achieve incredible things. 
Every person’s journey is different. Some people get diagnosed at birth.
Others, like me, don’t find out until they’ve already faced serious health
challenges. Some have mild symptoms; others experience life-threatening
complications. There is no “one-size-fits-all” experience. 
People with rare disorders are some of the strongest people you’ll meet.
Living with something so rare means we become our own advocates, researchers,
and warriors. We push through challenges most people will never understand, and
we develop a resilience that makes us fighters.  
We need more research, more awareness, and more support. The world still
has a long way to go in understanding and helping people with rare metabolic
disorders. More funding, better treatment options, and improved public knowledge
can change lives—including mine.  
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Click here to read Andreana’s and other patient stories on our webiste!

One final thought: we are not alone, and we are capable of so much. To
anyone reading this—whether you have HCU, a cobalamin disorder, or love
someone who does—we are more than our diagnosis. We have dreams, strengths,
and potential that go far beyond our challenges. With awareness, support, and
determination, we can live full, meaningful lives. Never stop fighting. Never stop
hoping. You are stronger than you know. 

https://hcunetworkamerica.org/patient-stories/


UPCOMING EVENTS

https://bit.ly/reunion-hcu

¡Una reunión virtual para pacientes y
cuidadores hispanohablantes!

¡Regístrate aquí!

https://bit.ly/reunion-hcu


UPCOMING EVENTS

https://bit.ly/summer_meetup

https://bit.ly/fall_meetup

https://bit.ly/winter_meetup

https://us06web.zoom.us/meeting/register/Ly4ZaPaZRceo6KN0iM1_ew#/registration
https://us06web.zoom.us/meeting/register/10OZ7ECbSJ2pp7bm67ZTjw#/registration
https://us06web.zoom.us/meeting/register/yKU_2QnrRxmAdAr-cw0V9A#/registration




Or click here 

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


UPCOMING EVENTS

Learn more & 
register here

https://charity.pledgeit.org/pr/fr9QvREfua


HCU Publication

In 2022 about 20 members of the Classical HCU community were interviewed
about the experience with homocystinuria and the low- protein diet. 

This paper, published in Orphanet Journal of Rare Diseases, shares the results! 

Click here to see
the full paper

https://link.springer.com/article/10.1186/s13023-025-03576-9?utm_source=rct_congratemailt&utm_medium=email&utm_campaign=oa_20250306&utm_content=10.1186/s13023-025-03576-9


https://everylifefoundation.org/rare-scholarship/?utm_campaign=RAREis%20Scholarship&utm_medium=email&_hsenc=p2ANqtz-_5uzwIPeg_AF3u0-lohZ4hacwpz04mGDsIxSzGnjjvoyzUnSkwnsc7MyH7iDicGWimn1OnI_AYY2pZyxCr5AAboDW3Tl9R5PIp5oub4fx8EWrxzu4&_hsmi=351954329&utm_content=351954329&utm_source=hs_email


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

Ben welcomes Andeana to the table!

Welcome to the HC&U
Podcast!
 
We’re Ben and Lindsey, your
hosts. We are so excited to
host this podcast as extra
resource for the
Homocystinuria community. We
hope you like our content!

Meet your hosts!

HC&U Podcast

Read Ben’s patient story here.

To Listen:

The latest episode

Andreana is our April HCU Hero! She was
diagnosed with late-onset Cobalamin G at
the age of 18 after experiencing memory
loss and cognitive challenges (that doctors
have referred to as ‘reversible dementia’)
and seizures. Andreana and Ben will chat
about her diagnosis and treatment, and
she’ll update us on the exciting things she’s
up to today!

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/
https://hcunetworkamerica.org/ben-georgia/


Take the Brain & Nervous System Survey:
https://rare-x.org/homocystinuria/

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


Registration is now open for our Adult Retreat and 2 terrific family
camps for those with inherited disorders of protein metabolism, their
family members, and friends. Learn more and register at flok.org/camp

- Adult retreat: A dedicated retreat for adults (21+) with IMD. $20
registration fee; travel support available. 
- Family Camp West in Antelope, Oregon, June 5-8, 2025
- Family Camp East on Lake Winnipesaukee in NH, September 18-21,
2025

Thanks to support from BioMarin Pharmaceutical Inc. flok's retreat and
camp are FREE for those with Classical HCU, MSUD, an Organic
Acidemia, PKU, Tyrosinemia or a Urea Cycle Disorder. Flexible pricing
available for family members and friends. 

Questions? Contact camp@flok.org.

http://flok.org/camp


Big news! 
The flok app is now in Open Beta, available for download to everyone in the U.S.! 

Jump in and start exploring - the app helps you manage your diet and build a full
picture of your metabolic health - including symptoms & moods, activity,
medications, and lab tests.

http://flok.org/app




Sign our NBS Screening Petition!

In this petition, we call for state newborn screening
labs to revise screening protocols for Classical
Homocystinuria to ensure fewer false negative
screening results and delayed diagnoses. 

Click here to sign the petition!

https://www.change.org/p/the-hcu-stakeholder-community-urges-newborn-screening-labs-to-revise-screening-protocols?utm_medium=custom_url&utm_source=share_petition&recruited_by_id=e4e8aa10-6e9f-11ea-ba63-afbd9fe976d5


Get your kit!

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!

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


Stay connected: Join our Contact Register!

FOLLOW 
US

What is a contact register?
a secured private survey that allows you to share information on you
or your family member with HCU with us. (general contact info,
diagnosis, etc)
kept confidential and will not be shared unless you permit us

Why join?
subscribe to our monthly newsletter and other communications
identify other patients in your state and request their contact information
access information posted over time that can only be shared with the patient community
helps us plan events and inform the development of resources and educational tools
supports our advocacy efforts and enables us to have informed conversations with
doctors, pharmaceutical companies, state newborn screening labs, and lawmakers. 

CONNECTS USCONNECTS USPEPEHH

I want to participate!  What’s next?
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://www.surveymonkey.com/r/HCUContact

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

