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AKU Patient Workshop 2023

AKU overview

Alkaptonuria (AKU) is an ultra-rare genetic condition affecting an estimated one in every 250,000 people.
The condition causes a build-up of a toxic acid which turns patients’ bones and connective tissue black and
brittle, ultimately destroying every joint in the body. Patients develop a debilitating disability, chronic pain,
social isolation, and face a life-time of joint replacement surgery.

AKU Society
The AKU Society is the only charity supporting people living with AKU and their loved ones. We aim to
transform the lives of AKU patients; through patient support, community building, and medical research.

Patient workshop

A key part of the support we provide to our community is through our patient workshops where we host a
number of specialist sessions which are tailored to meet the specific needs of our patients and empower
them to manage the debilitating physical and mental impacts of AKU more effectively. Additionally, our
workshops represent a rare opportunity to unite the AKU community, offering our patients the chance to
share their experiences, form friendships, and expand their support network which is an essential step in
tackling the social isolation and deteriorating mental health that many members of our community
experience.

Patient workshop 2023

We held our workshop on the 22-23" of September 2023 in the centre of Liverpool. Liverpool was selected
to host the workshop as this is where the National AKU Centre (NAC) is based meaning our patients are
experienced and comfortable with travelling up to Liverpool. Additionally, it means staff from the NAC and
University of Liverpool are able to join the workshop.

Welcome and service of remembrance

Our workshop began on the evening of the 22™ where we
welcomed everyone and provided them with their delegate bags
which included a variety of resources and equipment for them to
use at the workshop and then take home to continue their
rehabilitation.

We then held a service of remembrance in memory of the
members of our community we have sadly lost in the past 20
years since we established the AKU Society. Members of the
AKU Society team and NAC led readings during the service
before we invited all attendees to write a message or memory The memory tree from our service
and place it on the memory tree. of remembrance

Following the service, we then had a group meal. This was a
great opportunity for patients to meet new and old friends and share their experiences of AKU and catch-
up on everything that had happened since our last in-person workshop in 2019.

‘The workshop is so important as it lets me communicate with other AKU patients to realise you are not

alone’
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Mental health and mindfulness session

The second day of our workshop began with a presentation
from Zubeyda Azzam from Rareminds CIC. Rareminds is a
charity specialising in providing mental health support to
people living with rare diseases and they provide our one-to-
one counselling service. Their counsellors are trained to
understand the impact of AKU meaning our patients don’'t have
to explain what they are experiencing as the trainer is already
aware. Zubeyda’s presentation took us through a range of
common feelings experienced by AKU patients and discussed
ways that these feelings can be managed with a number of
mental health and mindfulness techniques. Zubeyda then
opened the floor for our patients to discuss events that had Zubyda from Rareminds CIC
happened as a result of their AKU and had negatively impacted

their mental health. Zubeyda and other patients gave their

advice in response which illustrated the support

and guidance our community is able to offer.

‘All the information during the workshop is so helpful and important. It helps me to understand my
condition and helps me to cope’

Low protein cooking demonstration

Our next session of the day was led by Devin Smith, a
development chef at the low-protein company Vitaflo. As part
of the management of AKU, our patients must follow a low-
protein diet which can be an extremely difficult and time
consuming process, particularly for patients with limited cooking
skills or experience. Devin's daughter lives with a rare metabolic
condition similar to AKU meaning he has devoted his life to
developing easy low-protein dishes which do not compromise
on taste. Devin’s passion for sharing his low-protein dishes
really shone through as he cooked four dishes for our patients, Devin Smith from Vitaflo
and he had lots of tips for our patients to support them to

maintain their diet. At the end of the session patients got to try

all the dishes along with the recipes so that they can make them

at home.

‘| loved Devin's enthusiasm and | will be taking his recipes and tips to be more careful with my diet’

Dietary management session

Next up, Clare Soulsby, head dietician at the NAC, led a
presentation on the importance of following a low-protein diet
and how effective management of diet can facilitate patients to
increase the dose of their treatment. Clare was joined by Satnam
Chahal from Vitaflo, who showcased the low-protein products
available to patients from their GP and how they can be
incorporated into their diet to reduce the pressure on following a
low-protein diet.

Clare Soulsby, head dietician at the
National AKU Centre
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Chair-based Pilates and exercise class

Our next session was chair-based Pilates and exercise led by our
instructor Sian Williams. We have worked with Sian for a number
of years, meaning she has an understanding of the physical
disability our community faces. Sian created a routine to cater to
the specific needs of our patients. She took our patients through
a one-hour workout which can be easily adapted to cater to the
individual mobility levels of our patients. We provided all of our
patients with Pilates equipment to use during the session and to
take home with them so they can continue their rehabilitation
with the exercises they have learnt.

Our patients during the chair-based
Pilates session

History of AKU

After a lunch break which provided another opportunity for our
patients to socialise and share their experiences, we
reconvened with a presentation on the history of AKU from
Professor Ranganath, who is co-founder of the AKU Society,
inaugural director of the NAC, and a world-leading expert on
AKU. Professor Ranganth’s knowledge and expertise on AKU is
unparalleled and his presentation helped our patients to
understand their condition and ask questions about the
management of AKU and the current and future research being
conducted to treat and cure the disease.

e,

Professor Ranganath, co-founder of the
AKU Society, inaugural director of the
National AKU Centre, and world-leading
expert on AKU

‘This workshop has definitely given me a better
understanding of AKU and will help me to support my
partner. All of the information and resources are priceless’

AKU research

Building on the history of AKU, our next session was led by
Dominic Rutland who is a PhD student in the AKU research
group at the University of Liverpool. Dominic presented the
research he is conducting into the role of the kidney in AKU and
how this is laying the foundation to develop a gene therapy for
AKU. Dominic also gave a general update on the wider research
being conducted by the AKU research group and, alongside
Professor Ranganath and Professor George-Bou Gharious, took
questions from our patients. The opportunity for our patients to
ask world-leading experts on AKU questions about their
condition is a valuable opportunity to help educate our
community and increase their understanding of their condition.

Dominic Rutland, PhD student
researching AKU at the University of
Liverpool

‘It is so good to hear that the research into AKU continues, there has been so much done since | was first
diagnosed'
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Our workshop concluded with AKU Society CEO Nick Sireau
giving an update on the wider work of the AKU Society and our
plans for the future. Our workshop provided us with the
opportunity to speak to our community in person about our
AKU patient registry which will be launching in 2024. Our
registry will allow us to track the prevalence and progression of
AKU around the world which will help to accelerate our
progress into developing a cure for AKU. A high level of patient
engagement is essential to the success of our registry and we
were able to explain the registry and take questions from our
patients.

Nick Sireau, Chair and CEO of the AKU
Society

Impact

Our AKU patient workshop had a profound impact on our

community, with 100% of feedback we received citing the workshop had been beneficial to the
management of their AKU and that they would recommend the workshop to others living with AKU.

‘| would like to say | am so proud of the AKU Society staff who have put so much in to make this the best
workshop | have attended’

We had 50 members of the AKU community in attendance and we were able to teach them a wide range
of skills to aid the physical and mental management of their AKU. We were also able to provide them
several resources to continue the rehabilitation of their condition.

The social aspect of our workshop also had a significant impact on our community. This was the first time
we were able to host an in-person workshop since 2019, and for a rare condition such as AKU it is an
extremely rare opportunity to be able to meet others with your condition. Our members were able to
reunite with old friends and meet new members of the community. The opportunity to share experiences
and expand their support network is a key way to remain resilient to the burden of living with AKU and our
workshops provide the only opportunity to do this.

‘This was the first opportunity for me to meet other patients in 10 years, meeting others who understand
my condition was the highlight for me’

89% of feedback said they are planning on changing their management of their AKU due to what they had
learnt at the workshop. Key areas included managing their low protein diet more closely with the recipes
and low-protein products showcased at the workshop and the exercises taught during the Pilates session.

In the feedback we received, the key positives of the workshop highlighted by our patients were the Pilates
session, low-protein cooking demonstration, and the scientific and history of AKU presentations. Due to
this feedback, we are ensuring that these sessions will be included in our future workshops.

Your support

We would like to thank the Society for the Study of Inborn Errors of Metabolism for your support of our
workshop. Thanks to your generous donation we were able to hold our workshop which provides life
changing support to our community by providing them with the support and care they deserve and by
uniting the AKU community to create a supportive environment for our patients.
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