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XLH UK exists to help those with 
XLH and related disorders within 

the UK, through research, 
support and advocacy. 

We… Listen 
  Represent 
  Inform 

Research

Patient stories

Webinars

Events

Submissions

News

Our Purpose



• Make a meaningful contribution to 

improving the quality of life of XLH 

patients and their families

• Build a high-performing sustainable 

organisation

Our Strategic Goals
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Review of the year
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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

Achievements 2024



England
HTA

Payer

Scotland
HTA

Payer

Wales
HTA

Payer

Advocating for patients across UK

Northern Ireland
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Special Webinars

NICE Guidance 
explained



NHS Guidelines for adults with XLH

• XLH UK have produced a 
patient fact sheet in 
partnership with the 
clinicians

• This covers how to access 
and administer the treatment 
and some common 
questions

• It is available to download 
on the XLH UK website 
https://xlhuk.org/treatment/burosumab-and-
xlh/adults-starting-on-burosumab/

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


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 

• It is available to download 
on the XLH UK website 
https://xlhuk.org/research-
library/xlh-library/

XLH UK Strategic Plan 2025.pptx
XLH UK Strategic Plan 2025.pptx


10

• 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

• 78% of carers reported that 
the level of care they needed 
to provide had decreased 

Family & Carers survey

“I 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 I 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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Community Day in Birmingham

Professor Kassim Javaid was 
keynote speaker

XLH-related talks
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Community Day in Manchester

Fun for all the family
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• Bringing the value of shared 
experiences, through the 
introduction of Zoom 
meetings for the XLH 
community to meet virtually

Connect for online support
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• Special webinars to 
inform patients of the 
timelines and implications 
of NICE guidance

• Support pack developed 
for fundraising with a 
Christmas raffle

Engaging the community



15

• In 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

Fundraising



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



Contact Information
How to reach out
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