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Garrod Day

25" November

Welcome to your November Newsletter:
Garrod Day Edition! ©

Hi everyone, and welcome to your November newsletter! This month is a special and jam-packed one for

the AKU community as we celebrate Garrod Day-honouring Sir Archibald Garrod, the pioneering

physician who first identified Alkaptonuria as the world’s first recognised genetic disease in 1902..

To mark the occasion, we're sharing a series of Garrod-themed posts and launching a fun AKU word

search challenge - complete with a mystery bonus word to uncover! @

November also brings Trustees’ Week, where we say a huge thank you to our amazing trustees who give

their time, expertise, and passion to help guide everything we do at the AKU Society. @

And that’s not all! We'll be exhibiting at the Manchester Rare Disease Showcase this month and to top
it all off, we've got some festive fun on the horizon with our Virtual Christmas Quiz! 4 So grab a cup of

tea, get comfy, and catch up with us @

.+ Riddle of the Month .

Before DNA or Watson’s fame,
| studied families, genes by name.
My clue was colour, not a chart -
I linked disease and kin from the start.

Who am I?
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We're exhibiting at the Manchester

Rare Disease Showcase! £

We're excited to announce that the AKU Society will be
exhibiting at the Manchester Rare Disease Showcase

2025! g

The event, hosted by Beacon for Rare Diseases, brings
together patient groups, researchers, healthcare
professionals, and industry partners to celebrate
innovation and collaboration across the rare disease

community.

WEe'll be there to raise awareness of AKU and connect
with others working to improve the lives of people with

rare conditions.

@ #RareShowcase25

I'm exhibiting at...

The Manchester Rare
Disease Showcase
09:30 - 17:30, 26th November 2025

Bridgewater Hall, Manchester .
Join us

Secure your ticket at
www.rarebeacon.org
/events

—H<U)

+ Alkaptonuria Society é

Garrod Day &

Each year, the AKU community celebrates Garrod Day
in honour of Sir Archibald Garrod, the pioneering
physician who identified AKU as the world’s first
recognised genetic disease. His work laid the foundation
for modern genetic research and continues to inspire

the rare disease community today.
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Alkaptonuria Gene Hereditary
Garrod Day Ochronosis
November Garrod

Bonus word clue: AKU is a condition, meaning its only inherited when both parents pass on the same altered gene.

#AKUSociety #GarrodDay

Celebrate Garrod Day with a fun challenge! =

Can you find all the AKU-themed words and uncover

the mystery bonus word? Q

Share your completed wordsearch with us on social
media or comment under our post - we'd love to see

your answers! #GarrodDay

U & & _AKU Society UK Christmas Quiz

We're planning a festive AKU Society Christmas Quiz
UK Patients- join us on Zoom for some festive fun!

this year - a chance to bring our UK community
together for some fun (and a little healthy competition!).

4 &

We know December can be a busy month, so we'd love

to find a time that works best for everyone. Please take
a moment to fill in our short survey and let us know
your preferred day and time. Your feedback will help us

make sure as many people as possible can join in!
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Thank You to our Trustees! ' AU
o Allaptonuria Society
As part of Trustees’ Week (3rd-7th November), we want THANK YOU

to shine a spotlight on the incredible people who help To OUR TRUSTE ES!

steer the AKU Society. Our trustees volunteer their time,
experience, and expertise to help us support those
affected by AKU, and we're so grateful for their ongoing

support

This is also the perfect time to announce our newest

trustee Professor George Bou-Gharios! You can now

This Trustees Week is the perfect time to say a huge thank you to
read more about his backgrou nd on our staff Webpage. our incredible trustees. You are the backbone of the AKU Society -

volunteering your time, experience, and passion to help us support
people living with AKU. From behind-the-scenes meetings to
everyday decisions, your commitment is truly appreciated.

New Blogs from Researchers at the

University of Liverpool are live!

AKU Joint Donation- how can it help?

Dr Brendan Norman and Dr Juliette Hughes share

insights gained from studying joints kindly donated by

people with AKU.

International Metabolic Health Day Insights

Researchers from the University of Liverpool highlight

how research into toxicity, oxidative stress and

Some members of the Liverpool AKU Research Group (August 2025)

metabolic models is helping deepen understanding of

AKU & metabolic health overall.
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(nitisinone) is Now Available in

the US!

A quick reminder for our AKU community -HARLIKU™

(nitisinone) Tablets, the first and only FDA-approved

treatment for AKU, are commercially available in the

United States!

HARLIKU helps reduce levels of homogentisic acid
(HGA) in adults with AKU and has been shown to
improve quality of life, including pain, energy, and

physical function.

Patients in the US can also access personalised support
through Cycle Vita™, offering help with medication
access, financial assistance, and one-to-one clinical

product support.

Answer to this month'’s riddle: Sir Archibald Garrod!

©@® 6 @
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