
 
 

New charity provides ‘gateway of hope’ to EDS 
sufferers 

 

Mind Body EDS to offer financial support and increase awareness of potentially 

life-threatening disease 

A new medical charity, Mind Body EDS, has been launched to provide financial support to 

individual sufferers and greater understanding of Ehlers-Danlos syndromes (EDS) by the 

medical community and general public. EDS is a group of disabling and potentially life-

threatening genetic conditions which affect an estimated 1% of the U.K. population. However, 

this number may be significantly understated as latest clinical studies show that a failure to 

identify EDS has meant that many sufferers go undiagnosed.  

The charity has been founded by Laura Sylvester, 25, whose symptoms went unrecognised 

for more than a decade until she was finally diagnosed as having EDS by world-leading 

rheumatologist, Professor Rodney Grahame, four years ago. 

During this period, her condition had deteriorated and become life-threatening. With no 

specialist treatment available in the UK, her only choice was to go to the USA for life-saving 

brain and neurosurgeries, which meant raising £75,000 in just three weeks. Subsequent 

treatment has increased this figure to over £300,000. 

“Living without an accurate diagnosis for the majority of my life has put a tremendous strain 

on the whole family,” says Laura. “With a lack of funding and expertise available on the NHS 

or elsewhere, we were then faced with the huge financial burden of having to go abroad for 

treatment. As a result, when I woke from my first neurosurgery, I wanted to do something to 

ensure that others did not suffer in the same way from a failure to diagnose EDS early. The 

result has been the creation of the Mind Body EDS charity.” 

Mind Body EDS aims to: 
- raise awareness amongst the public and medical community about the range of Ehlers-

Danlos syndromes and so enable early diagnosis and treatment  
- financially support individuals and families, enabling more rapid access to limited UK 

EDS specialists capable of diagnosing and treating the conditions    
- financially support research activities into the causes of all types of EDS, potential 

treatments and cures to enable patients to benefit from a better quality of life 

Mind Body EDS Chairman, Jacqui Burke, points to the fact that many EDS patients show 

similar symptoms to ME/CFS (Myalgic Encephalomyelitis/Chronic Fatigue Syndrome) for 

example, with the result that misdiagnosis leads to ineffective treatment and a worsening of 

the condition. “Laura is also a perfect example of many EDS sufferers who may look healthy 

on the outside,” she says, “which makes this disorder frequently ‘invisible’ even though it 

becomes chronic, disabling and ultimately life-threatening. With the launch of the Mind Body 

EDS charity, for the first time sufferers have access to essential financial support from the very 

earliest stages of their diagnosis and throughout their EDS journey.” 

For more information about the charity and how you can support Mind Body EDS (registered 

charity in England and Wales 1177182) and help make a difference to EDS sufferers, please 

visit the website at www.mindbodyeds.org.uk  

- END - 

http://www.mindbodyeds.org.uk/


FOR MORE INFORMATION PLEASE CONTACT: 

Graham Noakes, Media Coordinator Trustee at Mind Body EDS 

Mobile: +44 7503637205        Email: graham@noakes.plus.com 

 

Mind Body EDS Charity Details 

Address: 11 South St, Farnham, Surrey, GU9 7QX           Website: www.mindbodyeds.org.uk  

Mind Body EDS is a registered charity in England and Wales | Registered Charity No. 1177182  

 

Social Media 

Email: info@mindbodyeds.org.uk     Instagram: @mindboyeds    Twitter: @mindbodyeds  

 

NOTES TO EDITORS 

About Mind Body EDS 

Mind Body EDS is a new charity aimed at raising awareness amongst the public and medical 

community about the range of Ehlers-Danlos syndromes. Its goals include providing financial 

support to individuals and families to enable effective early diagnosis and treatment, as well 

as towards EDS research. EDS is a group of genetic conditions affecting the body’s connective 

tissue resulting from collagen defects. Collagen essentially acts as a ‘glue’ keeping the body 

from falling apart and is responsible for supporting the skin, tendons, muscles, ligaments, 

blood vessels, bones, eyes and vital organs and therefore affects the entire body. Common 

symptoms are: dislocations/subluxations of joints, chronic pain and fatigue, easy bruising, 

aortic and/or organ ruptures, palpitations, digestive disorders and other comorbidities. For 

more information, please visit the website at www.mindbodyeds.org.uk 

 

About the Mind Body EDS ‘Thumbprint’ 

The choice of the ‘thumbprint’ logo emphasises the fact that no two patients with EDS are the 

same. Just as the process of diagnosis, treatment and management is always different, so the 

thumbprint representing each individual’s EDS journey is similarly unique.  

The black and white impression of a thumbprint also symbolically represents the stripes of a 

zebra. In medical school doctors are taught that, “when you hear the sound of hooves, think 

horses, not zebras” - in other words, assume that the simplest and most common diagnosis is 

likely to be correct (the ‘horse’) and avoid misdiagnosing for rare illnesses (the ‘zebra’). 

Unfortunately, EDS sufferers can go years, even decades, without proper diagnosis, as many 

in the medical community forget that ‘zebras’, whilst less common, do exist. And, just as no 

two zebras have identical stripes, so no two thumbprints are the same.           

With its ‘thumbprint’, Mind Body EDS aims to leave its mark and make a positive impression 

on those affected by EDS, the medical community and broader society.   

About the Founder 

Laura Sylvester, 25, lives in Tilford, Surrey. Her medical symptoms went unrecognised for 

more than a decade until 2014, when she was diagnosed as having Ehlers-Danlos syndrome 

(Hypermobility, hEDS), together with a number of other comorbidities. Over this period her 

condition had deteriorated substantially and, with no specialist treatment available in the UK, 

she had to go to the USA for urgent life-saving surgery.  Since then, Laura has undergone a 

total of six brain and spinal operations in less than two years.  
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IMAGE TO BE USED IN PRESS RELEASE 

 

Laura Sylvester, Founder of Mind Body EDS, featuring in the #MyEDSDiagnosis campaign she initiated 

through Instagram aiming to help raise awareness of the length of time it can take to reach a diagnosis 

of Ehlers-Danlos syndromes. 

https://www.mindbodyeds.org.uk/myedsdiagnosis-2/

