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HLHuk.org Our Strategic Goals

 Make a meaningful contribution to

improving the quality of life of XLH

patients and their families
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Review of the year
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HLHuk.org Achievements 2024

Advocacy

* Burosumab for adults with XLH: Agreed by NICE for
England, Wales & NI

* New NHS guidelines for treating XLH adults, supported
by patient leaflet

Research
* White paper - Exploring Perspectives of People with XLH
 Family & Carers survey

Support
 Community Day in Birmingham
* Connect online support meetings
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Gestal XLH UK
Admin - 21 June at 07:45-®

We are delighted this day has arrived. After years of wai
XLH, the National Institute for Health and Care Excellence
today recommending burosumab (marketed as Crysvita).

Burosumab will be funded immediately Vi
treatment for adults with XLH.
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HLHuk.org NHS Guidelines for adults with XLH

» XLH UK have produced a HLHuk
p at l c nt fa Ct > h < et I 4 Drug treatments for Adults with

partnership with the X-Linked Hypophosphataemia:
l | " | C | NS Burosumab (Crysvita ®)
C

Burosumab is a new injectable drug treatment for children and adults with X-linked hypophosphatemia
(XLH). It works to help the body keep the phosphate levels that it needs. This can help to prevent
fractures, bone pain, fatigue, strengthen your bones, and may increase your mobility.

e [his covers how to access ekttt

This information may be helpful if you (or someone close to you):
« have been diagnosed with X-linked hypophosphataemia (XLH) by a healthcare professional.

a n d a d m i n i Ste r' t h e 't re a 'l: m e nt » have been advised to consider taking burosumab to help manage or prevent symptoms.

It includes the following information:

* What is XLH? * How do you take burosumab?
a n S O | I I e C O I | I | I I O n ¢ What is burosumab? o Getting the most out of your treatment.
* How does burosumab work? * Getting more information and support.

* Who can have burosumab?

questions T

X-linked hypophosphataemia (XLH) is a rare genetic disorder that leads to low phosphate levels
in the blood, which are crucial for healthy bones and teeth. XLH symptoms often show in early

1 1
) | t | S a v a | l a b I. e t O d O W n [O a d childhood, causing symptoms such as bowed legs, short stature, and delayed walking. As
individuals with XLH age, they may experience bone pain, fractures, muscle weakness, and

dental issues. The condition can vary widely, even among members of the same family. Early

1 recognition and management are important to reduce the impact of these symptoms on daily life
on the XLH UK website irieiey e

What is burosumab? How does burosumab work?

htt DS : //X [ h U k ' O rg/t reat m e I’Tt/b U rOS U m a b _ a n d _ Burosumab (brand name Crysvita®) is a Burosumab is a targeted therapy designed to

. medication used in managing XLH and has treat conditions caused by low phosphate

X [ h /a d U [tS - Sta rt N Q -ON- b urosuma b/ been designed to treat low phosphate levels in levels in the blood. It works by blocking the /
the blood, which helps to improve bone activity of a protein called fibroblast growt” //
health. It works by addressing the root cause factor 23 (FGF23). In n«
of the phosphate imbalance, supporting FGF23 regulates phosp
normal bone development, and reducing the amount of phosphat
symptoms like bone pain and muscle blood by the kidneys, le

weakness. phosphate in the urine.



https://xlhuk.org/treatment/burosumab-and-xlh/adults-starting-on-burosumab/
https://xlhuk.org/treatment/burosumab-and-xlh/adults-starting-on-burosumab/

HLHuk.org

White Paper

* We commissioned
Triangulate to analyse the
evidence for burosumab
improving adult patient’s
Quality of Life

* Using data from the XLH UK

2023 Patient survey

e |t is avallable to download

on the XLH UK website
https://xlhuk.org/research-
Library/xlh-library/

HLHuk

Exploring Perspectives of People with XLH:
Insights into Disease Impact, Daily Challenges,
and Treatment Views



XLH UK Strategic Plan 2025.pptx
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HLHuk.org

Family & Carers survey

* 116 patients and family
members completed XLH
UK’s Carer Survey

* For adults with XLH on
burosumab, the total
average carer hours per
week decreased by 61%
since going on burosumab

* /3% of carers reported that
the level of care they needed
to provide had decreased

~

“l find it extremely hard to care for the
person with XLH. Her health has
deteriorated massively and she
struggles to walk all the time. Doing
everyday tasks is a hindrance for her
and | have to be around all day just in
case she struggles with her tasks or if
she falls and hurts herself. It is affecting

my mental health as well.”
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HLHuk.org mmunity Day in Birmingham

XLH-related talks

Professor Kassim Javaid was
keynote speaker




HLHuk.org Community Day in Manchester
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Fun for all the family




HLHuk.org

Connect for online support

* Bringing the value of shared
experiences, through the
introduction of Zoom
meetings for the XLH
community to meet virtually

CONNECT

HLHuk
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HLHuk.org Engaging the community

e Special webinars to
inform patients of the

timelines and implications
of NICE guidance

e Support pack developed
for fundraising with a
Christmas raffle

-

CHRISTMAS
RAFFLE
TOOLKIT

¥
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HLHuk.org

Fundraising

e |n 2024 we raised more than
£2,000 in donations

 We used a grant from the
National Lottery to fund the
2024 Community Day,
including travel bursaries to
allow more of the
community to attend
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HLHuk.org

Strategic Priorities 2025

1. Awareness & standards of care

2. Access to new treatments

3. Information and support

4. Research and evidence generation

5. High performing, sustainable organisation




HLHuk.org

Contact Information

How to reach out

https://www.facebook.com/groups/xlhukcharity
https://www.linkedin.com/company/xlh-uk
https://www.instagram.com/xlh_uk
https://twitter.com/UkXlh

contact@xlhuk.org
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https://xlhuk.org
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