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X-Linked Hypophosphatemia (XLH) is a rare genetic disorder 
that affects about one in 20,000 people. The key characteristic 

of XLH is a low level of phosphate in the blood, called 
Hypophosphatemia. When a person is affected by XLH, their 

kidneys do not properly handle Vitamin D and phosphate. This 
causes a variety of symptoms and disorders that usually affect 

their bones and teeth.

Source:  Learn About XLH (xlhnetwork.org)

Our association is called XLH Belgium, and
aims to contribute to the well-being of people 

with XLH and their relatives. It pursues the 
following actions:

Gathering information and explanations about 
XLH, the treatments and therapies 

recommended, and all the available means of 
help.

Communicating and sharing this information 
and explanations with people with the disease

Form a national and international support 
network

Representing patients and their families to 
medical, political, social security and other 

authorities.

www.xlhbelgium.be 

xlhbelgium@gmail.com

Partners and other associations:
RadiOrg Umbrella organisation for patient organisations concerning rare disease - www.radiorg.be
Orphanet The portal for rare diseases and orphan drugs - www.orpha.net
International XLH Alliance Alliance of international patient groups for people affected by X-linked 
hypophosphatemia and related disorders.- xlhalliance.org

XLH Belgium

http://www.orpha.net/


Achievements 2021

[1] Creating the association

[2] Communicate about the 
association

www.xlhbelgium.be/
Newsletter

Presentation leaflet

[3] Supporting patients and their 
relatives

[4] Give voice to the association 
and its members
Scientific articles
European survey

Contacts with pharmaceutical 
companies, the scientific world 
and associations close to XLH

Réalisations 2021

[1] Créer l’association

[2] Communiquer sur l’association
www.xlhbelgium.be/

Newsletter
Plaquette de presentation

[3] Soutenir les patients et leurs 
proches

[4] Porter la voix de l’association 
et de ses membres

Articles scientifiques
Enquête européenne

Contacts avec des entreprise
pharmaceutiques, le monde 

scientifique et les associations 
proches du XLH (nationales et 

internationales)

Prestaties 2021

[1] Het creëren van de vereniging

[2] Communiceer over de 
vereniging

www.xlhbelgium.be/
Nieuwsbrief

Presentatie folder

[3] Ondersteuning van patiënten 
en hun familieleden

[4] Een stem geven aan de 
vereniging en haar leden

Wetenschappelijke artikelen
Europees onderzoek

Contacten met farmaceutische 
ondernemingen, de 

wetenschappelijke wereld en 
verenigingen die dicht bij XLH 

staan (nationaal en internationaal)



On 3 December 2020, the 
association is founded

Op 3 december 2020, de 
vereniging is opgericht

3 décembre 2020, 
l'association est fondée



➢ Burden of disease associated with X-linked hypophosphataemia in adults: a systematic literature review. https://pubmed.ncbi.nlm.nih.gov/32710160/

➢ Consensus Recommendations for the Diagnosis and Management of X-Linked Hypophosphatemia in Belgium. https://pubmed.ncbi.nlm.nih.gov/33815294/

➢ X-linked hypophosphatemia: The medical expert's challenges and the patient's concerns on their journey with the disease. https://pubmed.ncbi.nlm.nih.gov/34593293/
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