AKU Controlled Protein Recipe Book
The AKU Society is excited to announce that they
have now launched a modified protein recipe book
aimed at those AKU patients taking nitisinone and
attending the National Alkaptonuria Centre (NAC).
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Welcome to the Spring Edition of the AKU Digest. In this edition we look at our recent 6th AKU patient
workshop held on Saturday 18th March

The book is a handy flip chart with a sturdy folder
binder, perfect for life in the kitchen.

Filled with delicious recipes and handy dietary advice,
our recipe book is the perfect way for AKU patients
to follow a modified protein diet and eat some tasty
food whilst taking nitisinone.
Special thanks to Vitaflo who provided an
educational grant so we could put the book together,,
AKU Dietitian Shirley Judd and Patient Support
Manager Lesley Harrison. To find out more go to the
AKU Society website or
contact lesley@akusociety.org.

Upcoming Events
With events such as our hugely popular patient
workshops and fundraising events like the Cambridge
Half Marathon, this space is dedicated to all the exciting
events we have planned for the rest of the year. For
more information on all the events below, please refer
to our website and social media feeds:

AKU Society
66 Devonshire Road
Cambridge
CB1 2BL
Call us: 01223 322897

23rd April 2017— Joe England is running the London
Marathon for the AKU Society! To donate head to his
blog on the AKU Website.

Contact us:
info@akusociety.org
Visit us: www.akusociety.org

2017— AKU Children's Workshop. We are holding our
first dedicated workshop for children affected by AKU at
London Zoo. More information will be released soon.

Registered Charity in England
and Wales: 1101052

Summer 2017— Comedy night . After our hugely
successful Cambridge comedy night last year, this year
we thought we would hold one in Liverpool!
3rd September 2017— Spartan race . We are looking for 5
brave souls to run the grueling Spartan Race for AKU. To
register your interest please email robin@akusociety.org

Cambridge Half Marathon Success
On the 5th March, 7 runners ran the Cambridge Half Marathon for the AKU Society and raised an incredible
£1609 to support the continued work of the Society. The runners, including the AKU Society’s very own Rory
Munro, up on a miserable March morning to pound the historic streets of Cambridge all to raise some muchneeded funds.
These events are a brilliant way for the AKU Society to not only raise money through sponsorship but also to
raise the profile of the charity and the invaluable work we do. Rory even brought his special sock running shoes as
he joined the other 9000 runners completing the 13.1-mile course.
Wearing the white AKU running vests, the 7 runners were true ambassadors of the charity. We are hugely
appreciative of their effort and hard work and would like to say a huge thank you to those who took part on our
behalf.
For a full report of the day, and to see some rather funny pictures, head over to the AKU Society Website and
click on the blog. If you still wish to donate, you can also find their fundraising pages through the AKU Website.
All money raised will be used to fund our upcoming Children's Workshop.

A Message from the CEO
Welcome to the first edition of the AKU
Society newsletter of 2017. You may notice
that this one looks a little different to the last.
That is due to a new goal for this year, to review
and redesign all of our print materials. We hope
it is more accessible, but if you have any
comments or questions, please do contact the
team.
I am writing this message just after our last
Patient Workshop – which you can read more
about on the opposite page. It was a great
success, with excellent feedback from
everyone attending. It’s also a start to a new
schedule for 2017, with an aim to host two
patient workshops and an ‘extra’ workshop
each year: this year that will be a special
meeting dedicated to supporting children who
are diagnosed or affected by AKU.
Our review of print materials has also lead to
the happy consequence of producing new
resources. On the back page of this edition, you
can read more about our new AKU Controlled
Protein Recipe Book. Thanks goes to AKU
Society’s Lesley and the NAC dietician, Shirley,
for putting them together.
Our other goal for 2017 is to increase the
number of community events we organise. On
the back page you can see a list of upcoming
events, and on the front you can read more
about our wonderful runners who completed
the Cambridge Half-Marathon to raise funding
for our work. Thanks to everyone who
supported our runners.
If you wanted to know how you could be
involved in future events, or wanted to know
how to support our fundraisers, please do
contact me on oliver@akusociety.org, or call the
office on 01223 322897.

Oliver Timmis
CEO, AKU Society

AKU Society’s 6th Patient Workshop
On Saturday 18th March, patients from across the
UK met at Alexandra Palace for our 6th AKU
Patient Workshop. This year we had some very
exciting and new talks lined up along with
exhibitors set up at the back of the room to show
off some of their exciting products.
After Lesley Harrison, Patient Support Manager
welcomed everyone for attending, the first talk of
the day was from Nick Harrison from Patients
Knows Best (PKB). The online system is used by
the National Alkaptonuria Centre (NAC) as a way
of bringing patients and doctors closer together
by sharing information and scans much more
efficiently.
Next, Shirley Judd, specialist AKU dietitian gave a
fascinating talk about tyrosine levels in AKU
patients who take nitisinone, and explained how
important a controlled protein diet is. This was
followed by two quick talks from Vitaflo and
Nutricia explaining their company’s products and
how they can assist AKU patients.
At the Workshop, we also launched our brand
new Controlled Protein Recipe book produced
with an educational grant from Vitaflo. The book
is designed for NAC patients on nitisinone and
gives handy controlled protein recipes designed
to take the stress out of adapting your diet.

A first time for an AKU patient workshop, exhibitors
were invited to showcase some of their products to
attendees. We had stands from PKB, Solemates – an
orthopaedic shoe insert , specialist dietary
supplements companies Vitaflo and Nutricia, a
showcase of some low protein milk alternatives from
Oatly, examples of daily living aids and the Paingone
pen. The stands were a huge success and it allowed
attendees to ask questions and sample some
products during tea breaks and at lunch.
After a short tea break, Shanali Perera gave an
impassioned talk about how digital art can assist
those with illness to cope and combat pain. Shanali’s
talk was one of the highlights of the day and inspired
many of our patients to pick up an iPad and give
digital art a go. With examples of her work, you could
really see how her pain and mood influenced her art.
At lunch, everyone enjoyed the amazing food that
the team from Alexandra palace had laid on and
enjoyed the opportunity to talk to each other and
some of the speakers, whilst sampling the products
being exhibited.
After lunch, Gabor Barton from Liverpool John
Moore’s University gave a talk about gait analysis via
recorded audio after being taken ill, and was
followed by PhD Student Hannah Shepherd who
explained her research into changing someone's gait
to reduce pain from damaged joints.
The last talk of the day was from the ever popular Dr.

Adam Taylor from Lancaster University who
explained the state of research into AKU. The talk is
always popular as it allows those with AKU to know
how the research into the disease is progressing.
The Workshop was a roaring success with very
positive feedback from attendees and speakers alike!
Special thanks to all the speakers and exhibitors who
made the day what it was and to everyone at the
AKU Society for all their hard work!
For more information, head to the blog on the AKU
website and email robin@akusociety.org

