
HeraldThe HCU 
Feauturing...

April 2024

Xander & Max from the UK

All things Homocystinuria: patient stories, resources, research, events and more!

HCU Heroes



Hi, I’m Sophia Tattersall, mum to
Xander and Max Tattersall. We
live in Barnsley, South Yorkshire
in the UK. 

HCU HEROES: 
XANDER & MAX FROM THE UK

Xander was 6 years old and
Max was 3 when they were
diagnosed with classical
homocystinuria. Xander is now
17 years old, and Max is now 14. 

Both children were born naturally with easy pregnancies. Xander was born
with an enlarged kidney and underwent pyeloplasty surgery to correct this
when he was 9 months old, but nothing was picked up in regard to
homocystinuria at that time. Both children were also receiving early help
with things like speech and language, and both already had an EHCP plan in
place, which is an Education Health and Care Plan in the UK where we are
from. 

Xander hit all of his early milestones but then we had major problems with
toilet training and his behaviour became absolutely terrible. Max was very late
crawling; he was a bum shuffler, and he didn’t walk until he was 2.5 years old,
which is also when he started having small seizures. Eventually, they built up to
the point where he was having over 150 seizures a day. He underwent an EEG
and was kept in the hospital for a series of blood tests and to start epilepsy
medication. He was also in status epilepticus which is one big fit. It’s really
dangerous, but he was conscious and able to function. When the blood tests
were done his blood was really strange, almost like jelly. 
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A week later on 6th August
2013 whilst me and my husband
Lee were getting our heads
around the epilepsy diagnosis,
we received a phone call that
Max had been diagnosed with
a metabolic disorder and could
we attend Sheffield Childrens
Hospital on Friday 9th August,
and to bring Xander too as he
may also have the same
disease. It was then that we
met our Doctor, Professor Yap,
and our metabolic team, and
everything was explained to us. 

I found it really hard to understand the science but decided to concentrate
on what the dieticians were telling me: that we had something that could
potentially make things better for the boys - the low protein diet. And if I
could make a difference for them by producing delicious food that they
would like, that’s what I would do. 

It was a really hard time for us getting our heads around everything and it
certainly has not been a straightforward journey. There have been many
bumps in the road, mainly with Max, as he likes to throw us medical
curveballs! Xander settled straight into the diet and drank his supplements
straight away. Initially, Max did too, until everything settled down and he
started spitting his epilepsy meds out and refused his supplement. 

Xander & Max with Professor Yap



Max ended up having a gastro tube fitted into his stomach in June 2014, and
although it was my worst nightmare and I felt like an absolute failure, it was
the right thing to do and has helped him many times when he has been
seriously ill. 
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Max has the additional complication of Lennox-Gastaut Syndrome, which is a
rare epilepsy syndrome. When he hit puberty, his epilepsy was dire until March
2023 when he started on cannabis oil, and I have to say it has changed his
life. He takes this alongside other epilepsy medications. Max is nonspeaking*
and attends a special school. Xander attends a specialist speech and
language school, which he has to travel to on a daily basis and it is over an
hour away from where we live. 

Before the boys were diagnosed, I had a gut feeling
that it was something medical that was wrong –
always trust your gut. Homocystinuria and epilepsy
haven’t held us back; we have traveled, and we are
going on a cruise with the boys this year. 

Homocystinuria and
epilepsy haven’t held
us back; we have
traveled, and we are
going on a cruise with
the boys this year. 

*see notes about the term ‘nonspeaking on the following page
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My hope for the future is that an enzyme therapy is developed that will mean
that people with HCU will be able to eat a normal diet, and I feel that that
anything less than this is not worth it – both my boys have excellent control
of their condition with the diet and don’t take betaine. 

Notes from Sophia: 
nonspeaking vs nonverbal

Why do we say ‘nonspeaking’ and 
not ‘nonverbal’?

Max makes a lot of noises but does not speak,
therefore, he is nonspeaking .

What does this mean to us? 
Max can get easily frustrated when he
wants to express a choice or something
overstimulates him that he does not like,
and he reacts through behaviour, which
can sometimes be challenging.

Always remember calories and
hydration are key as well as hitting
your protein target for the day. I can't
believe that we are now nearly 11
years down the line, and I am so
proud of us all because it hasn't been
an easy ride.

He communicates through behaviour, which
those close to him understand. 

It also means that we, his parents, are
his voice.

Click here to read Xander & Max’s story on our website

https://hcunetworkamerica.org/max-xander/


To join, email Dbartke@hcunetworkamerica.org



UPCOMING EVENTS

 https://bit.ly/summer-meetup

https://bit.ly/teenmeetup

https://bit.ly/summer-meetup
https://bit.ly/teenmeetup


VIRTUAL RAFFLE:  
MAY 10TH-18TH 

LIVE STREAM: 
MAY 18TH 4 PM ET

$15,000  Match
 for all funds raised!

START

H PEFINISH

Help Navigate the MazeHelp Navigate the Maze
World Homocystinuria Awareness Day | May 18, 2024World Homocystinuria Awareness Day | May 18, 2024

All funds to benefit HCU Network America’s Community Outreach and Education Programs



TICKETSIGNUP.IO/TICKETEVENT/HCUCONFERENCE

MOVING MOUNTAINS

KEYNOTE FOCUSED ON MENTAL HEALTH
AGING WITH THE HOMOCYSTINURIAS PANEL
BREAKOUT SESSIONS
DIAGNOSTIC TOOLS AND NEWBORN SCREENING
RESEARCH UPDATES
HCU HERO AWARD RECEPTION

Classical HCU | Cobalamin Disorders | Severe MTHFR

Patient-Family Conference

http://ticketsignup.io/TicketEvent/HCUConference


Join HCU Network America as we meet with leaders of flok (formerly PKU News)!

We'll talk about flok programs like their Family Camp, learn about the flok app,
and take any questions you may have for the flok team. 

We hope you’ll join us!

UPCOMING EVENTS

https://us06web.zoom.us/meeting/register/tZUvc--qqjgvEtw48T66FsAIbNNppd9KKrLb








In this episode, Ben
welcomes Jamela Gutierrez
to the table! Jamela, an
adult patient with HCU and
a medical professional, will
share her insights and
experiences with the low-
protein diet, medical
formula, and much more!

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!

Meet your hosts!

Incase you missed it...
The HC&U Podcast is back!!!

The latest episode

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

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/


34 Classical HCU participants responded to
the survey

79% report having been prescribed a 
low-protein diet

29% report taking medical formula

26 Classical HCU patients responded 
to the medications survey

73% take Betaine
46% take folic acid or folate
42% take B6
35% take B12

Haven’t taken the Interventional or Medical Diets Survey yet? 
Make your voice heard! Head to                       https://homocystinuria.rare-x.org/

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


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


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





Live better, together!

No matter how far apart,
#HopeConnectsUs

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

FOLLOW 
US

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

