
 

 

1 
 

 
 

The Charity’s plans and aims for 
Year One and beyond 

 
 

 

“Mind Body EDS”:  A charity formed in 2018 to provide financial support to 
individual sufferers and greater understanding of Ehlers-Danlos syndromes (EDS) 
by the medical community and general public.  
 

 

 
 
 
 
 
 
 
 
 
 
Mind Body EDS 
Registered Charity in England & Wales 
Registered Charity No. 1177182 



 

 

2 
 

Table of Contents 
 

1. What is our Charity About? .......................................................................... 3 

What is Ehlers-Danlos Syndromes? .................................................................................................... 3 

Laura’s Story........................................................................................................................................ 4 

How Laura’s experience will be put to good use for others ............................................................... 6 

2. How is Mind Body EDS going to raise money? ............................................. 8 

3. How will Mind Body EDS’s money be spent? ............................................... 9 

4. Governance of the Mind Body EDS Charity ................................................ 11 

Appendix 1:  Mind Body EDS Charitable Objects .............................................. 13 

Contact Info 

  



 

 

3 
 

1. What is our Charity About? 
 

“Mind Body EDS” is a charity newly formed in 2018.  The Charity was approved by the 
Charity Commission for England and Wales on 15th February 2018.  Our registered charity 
number is 1177182.  Our web site can be found here:  www.mindbodyeds.org.uk  

The Charity is concerned with Ehlers-Danlos syndromes – or EDS – which is a rare set of 
medical conditions affecting the lives of many in the UK and internationally, including the 
Charity’s founder, Laura Sylvester, aged 25 whose own symptoms went undiagnosed for a 
decade.   The Charity 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.          

What is Ehlers-Danlos Syndromes? 

“Ehlers-Danlos syndromes” is plural because it covers a group of genetically affected 
connective tissue disorders that make the connective tissue weaker. The common factor 
between the syndromes is that they are all linked by problems with a specific protein in the 
body called collagen. This is responsible for supporting and structuring the skin, tendons, 
ligaments, blood vessels, bones and organs throughout the body.  Problems with collagen 
can therefore affect the whole body and lead to structural problems. The condition is most 
often inherited through a faulty gene but occasionally can be spontaneous with no family 
history.   

A new international re-classification of the Ehlers-Danlos syndromes published in March 
2017 currently identifies and defines 13 types of Ehlers-Danlos syndromes, as well as 
numerous other mutations that have not yet been identified. The most common EDS 
symptoms are joint hypermobility (joints that stretch further than normal), skin 
hyperextensibility (skin that can be stretched further than normal), and tissue fragility.   (A 
detailed and easily accessible explanation of the range of syndromes can be found on the 
NHS choices website1, but a few key points are explained in the next paragraphs.) 

The most current research shows that the Ehlers-Danlos syndromes affect up to 1 in 2,500 
to 1 in 5,000 of the population2. Recent research suggests that the Ehlers-Danlos syndromes 
are affecting at least 1% of the U.K. population – that is at least 650,000 people, but this 
may be more common due to those who are misdiagnosed, mal-diagnosed or undiagnosed 
due to lack of awareness amongst the medical profession.  Each patient’s case of Ehlers-
Danlos syndromes will be unique. EDS affects people in different ways depending upon the 
severity of the condition they are diagnosed with. There is a spectrum of severity with the 
condition ranging from relatively mild to rare, severe types that can be life-threatening.    

There is currently no cure for Ehlers-Danlos syndromes – however, they are treatable. That 
is why an early diagnosis is paramount so patients can be directed to specific treatments 
                                                           
1 http://www.nhs.uk/conditions/ehlers-danlos-syndrome/Pages/Introduction.aspx  
2 https://www.ehlers-danlos.com/what-is-eds/  

http://www.mindbodyeds.org/
http://www.nhs.uk/conditions/ehlers-danlos-syndrome/Pages/Introduction.aspx
https://www.ehlers-danlos.com/what-is-eds/
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and preventative measures can be taken to help manage the condition. Some examples of 
treatment options to help manage symptoms and prevent further complications in long 
term health, are:  

• physical therapy to strengthen the muscles to stabilise joints. Sometimes specific 
braces are recommended to help prevent join dislocations (joints with weak 
connective tissue are more likely to dislocate and therefore needed to rehabilitate 
those with instability);  

• surgical and other procedures to repair damaged joints, bones and ligaments 
(damaged by repeated dislocations and instability), ruptured blood vessels or organs, 
and other complications caused by the weak connective tissue;  

• medications, pain management therapy, osteopathy and other support therapies 
used to minimise and manage pain;  

• medications used to help control blood pressure (blood vessels are more fragile in 
some types of EDS which causes problems such as very high blood pressure). 

Many patients are misdiagnosed (e.g. with Multiple Sclerosis or Chronic Fatigue Syndrome) 
for several, if not many, years. On average, it takes between 10 to 20 years for a patient to 
be diagnosed due to lack of awareness, knowledge and specialists3.  The timely early 
diagnosis of the condition and the provision of appropriate care in order to manage the 
condition is imperative so that the proper course of treatment, therapy and lifestyle 
adjustments are made before the condition becomes disabling or life threatening. Early 
diagnosis and treatment can have a hugely positive impact on the lives of sufferers and their 
families, and it is with this aspect of care for the EDS patient that our Charity is concerned.   

Laura’s Story 

Let us tell you Laura’s story, which only represents one of thousands of EDS patients’ 
journeys but similarly echoes so many others. We would like to share with you how her 
diagnosis, treatment and management have changed and ultimately saved her life, and how 
we think her experience as a patient, and her family’s experience, can turn one young lady’s 
medical struggles into a force for good for many through our charity. 

Laura Sylvester is 25 years old, and with twin sister Rochelle and parents Jayne and Kevin 
lived a pretty normal life in a Surrey village.  In the summer of 2014, she had just graduated 
from the University of Leeds with a BSc Geological Sciences and was looking forward to her 
postgraduate studies at Imperial College London when she was faced with the diagnosis of 
EDS – specifically with Hypermobile Ehlers-Danlos Syndrome (hEDS) along with many  
comorbidities which included Dysautonomia, Autonomic Dysfunction, Postural Tachycardia 
Syndrome (PoTS), Autonomic Mediated Syncope (AMS), Orthostatic Hypotension (OH), 
Dermotographism and Mast Cell Activation Syndrome (MCAS).  It was both overwhelming 
but a relief that she finally was given these diagnoses by Professor Rodney Grahame 

                                                           
3 https://www.health.harvard.edu/blog/ehlers-danlos-syndrome-mystery-solved-2017080712122 
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(specialist rheumatologist in Ehlers-Danlos syndromes) after taking over 6 years to finally 
find an answer to all her suffering.    

Laura had been suffering from a range of symptoms for all her life, from a variety of food 
allergies and intolerances, ruptured ligaments, unexplained injuries, chronic pain to chronic 
fatigue. After exhaustive consultations with over 20 doctors and specialists across the UK, 
undergoing countless tests and much investigation, after 6 years she finally arrived at a 
definitive diagnosis – at least now there was a ‘label’ and a reason to explain her debilitating 
symptoms, why she had the problems she did, and how this “invisible illness” wasn’t “just all 
in her head” which many doctors had claimed it to be.  

But unfortunately for Laura, the late diagnosis meant the severity of her condition and her 
specific presentation caused damages that became life-threatening.  She was not able to 
manage her life in a way that meant she could just ‘live with’ or adapt her lifestyle to help 
her EDS (as many patients are advised to do) as her condition was too far advanced.  For 
her, she developed life threatening issues with her brain sinking through her skull and the 
vertebrae in her neck dislocating and being extremely unstable, which meant that the 
connective tissues could not support her skull.  The only option for her was to have surgery 
to repair the damages and prevent further permanent brain, spinal and nerve damages from 
occurring.   These interventions included: craniocervical fusion; Chiari decompression; 
foranum magnum enlargement; and realignment of her skull.  Again unfortunately, this was 
not an option either on the NHS or in the UK or even in Europe.  The only expertise for such 
surgery was to be found in the United States and the NHS would not cover the expenses.   

In discovering the urgency of the situation, Laura, with the help of her family and friends, set 
up a crowd funding campaign to contribute to her medical cost for her first life-saving 
surgery in Washington D.C. in January 2016.  It was intended that after a month of recovery 
Laura would return home to the UK and commence her post-graduate studies as soon as 
she was able to.  But the unpredictability of living with EDS led to the discovery of multiple 
other areas of instability in her spine, problems with blood flow in her brain and being 
diagnosed with a brain clot. This ultimately made her lose some of her vision and complete 
sensation from the waist down causing her to be wheelchair bound. A supposedly one 
month stay was extended to nine months undergoing 4 specialist spinal and brain surgeries, 
and rehabilitation including specialist physiotherapy and vision therapy allowing her to re-
learn how to walk, read and write again. Her mother stayed out in the US with her 
throughout the nine months having to quit her job and become a full-time carer to Laura.    

In April 2017, Laura returned to the USA to have specialist brain surgery to help reduce the 
dangerously high pressures in her brain putting her at risk of permanent damage. Since her 
return to her Surrey home in May 2017, Laura has been following the advice from the US 
EDS experts, has been committed to her physical, vision and brain rehabilitation and 
recovery from the 5 major life-changing surgeries that were necessary to save her life and 
prevent any further risks due to the severity of her EDS.  The effort of her medical experts, 
the unstinting support from her family and friends and her individual drive and 
determination has now allowed her to resume her post-graduate studies but more surgery 
is indicated for 2018.  Like many EDS sufferers, Laura’s progress of EDS is unpredictable and 
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needs regular intervention to allow her life to approach what most of us are lucky enough to 
consider ‘normal’. 

How Laura’s experience will be put to good use for others 

From this life-changing year, Laura wants to use her experience in a positive way to help 
others and she has chosen to advocate for the EDS community.  Laura says: “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.” 

Laura is also now the Education Adviser for the worldwide organisation, the ‘Ehlers Danlos 
Society’. You can hear her speaking about her experience in this link below4 or can read 
more about her treatments and how she manages her life with EDS through her blog5.   

But the reason you are reading this today is because Laura is also passionate about raising 
awareness among the community, including clinicians, about EDS in the hope of allowing 
EDS sufferers to more readily access the correct necessary support for their conditions.  The 
UK lacks some key facilities for diagnosing and treating some aspects of EDS and the few 
specialists that are in the UK are flooded with lengthy waiting lists.  Laura and her family 
were searching for a charitable organisation that could help with guidance, support and 
financial burden but couldn’t find an organisation specifically to help them.  

They found out for themselves that the UK does not have the necessary expertise in 
specially trained or experienced EDS neurosurgeons available to conduct the complicated 
high risk surgeries. Due to the fragile nature of the condition, surgeons are likely to be 
unaware of the certain methods, techniques and potential serious complications that can 
arise (such as aortic aneurysms, difficulties with healing, infection etc.) from these specialist 
neurosurgeries. The UK’s surgeons do not yet have the necessary expertise or credentials to 
carry out these surgeries (although there are willing specialists keen to train).  

Specialist diagnostic facilities are also needed.  There is currently no availability of neck and 
spinal flexion and extension upright MRIs on the NHS (these are available only at specific 
private centres) nor specifically trained EDS radiographers to interpret these images – for 
some EDS patients it is essential to be examined under the effects of gravity due to the 
weak connective tissues and thus lax ligaments that can cause instability and/or dislocation.   
If these specific scans are not done on EDS patients exhibiting severe neurological 
symptoms, this could lead to life-threatening complications if not treated.  

Our new Charity is not planning to fund raise for buying this equipment or for training 
surgeons, but instead is aiming to raise awareness about the need for these facilities, and to 

                                                           
4 https://vimeo.com/218663936 
5 https://mindbodyeds.me/about/  

https://mindbodyeds.me/about/
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connect with clinicians (medical, nursing and health practitioners such as dieticians) in 
raising awareness of symptoms presented by potential and diagnosed EDS patients so 
adequate and appropriate care is provided. 

Another key aspect of our Charity is the aim to support financially the treatments needed by 
EDS sufferers.  Laura is quite open about the level of expense incurred in her surgeries in the 
US (and there is still a shortfall to be met for these) as well as regular physiotherapy, 
osteopathy and pain management sessions to manage the condition.   

But this is not just for Laura – key interventions for some patients necessarily need to be 
carried out in specialist locations and this can mean travel and accommodation costs for 
families, even when treatments are available on the NHS.  Our Charity would like to be able 
to help those families with these costs.   

So to answer our own question of “What is our Charity about?” we can summarise in 
three parts: 

• We are about raising awareness amongst the public and the medical community 
about the range of Ehlers-Danlos syndromes and their prevalence in the population 
with the aim that the earlier a patient can get a diagnosis, the earlier their lives can 
start to improve and mitigate potentially disabling or life-threatening medical 
diagnoses that occur depending on progression and severity of the condition; 

• We are about financially supporting families and individuals, like Laura, and enabling 
them to have the option (NHS or private) to access the limited UK EDS specialists to 
diagnose and treat the conditions and, fundamentally, to not let delay through 
affordability determine a worse outcome for the patient.  

• We are about promoting and encouraging the expansion of facilities for providing 
diagnosis and treatment of  Ehlers-Danlos syndromes. 

 

In the fullness of time, the Charity would hope to have the financial capacity to support 
research activities into the causes of all types of the genetic conditions, its potential 
treatments and cures to allow patients to live a better quality of life. Given the expected 
scale of potential expenditure in this area this object is not year one priority, but will be 
considered again in plans for subsequent years. 

Our application to the Charities Commission included our objectives, or ‘objects’ and they 
are attached here as Appendix 1.  
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2. How is Mind Body EDS going to raise money? 
 

We are incredibly fortunate in that before the Charity was formally established we already 
had pledges from one local family to donate to the Charity and several other interested 
potential donors from the business community connected to Laura’s family.  These early 
pledges indicate to us that our objectives are well received.  

But we are aware that the charity fund raising sector is a competitive market and that to 
fulfil our objectives we will need to raise significant funds:  our Trustees have a wide range 
of experience in fund raising and charity management and we do not underestimate the 
time and effort needed to secure scarce monies.   

With that experience in mind we intend to pursue a wide range of potential funding 
sources, including the following: 

• Corporate grants – we have a list of potential grant givers 
• Government and related grants – such as the National Lottery 
• Regular Giving from supporters 
• Philanthropic organisations – including Royal charities if appropriate and medical 

foundations (such as the Gates foundation) 
• Events and social activities – such as afternoon tea, benefit concerts, and more 
• Community activities – through links with Brownies, Scouts, local pubs, gyms, 

schools and supermarkets. 

Where to focus our initial efforts is a key question to be addressed:  the lead time from an 
initial application to grant giving by philanthropic organisations can be measured in many 
months, but offers the highest potential return.  Unfortunately, it is also likely to have the 
least successful return rate (i.e. the majority of applications will fail).  Whereas community 
based activities – such as collecting tins in pubs and coffee mornings – offers low rates of 
income but with potential consistent cash flow. 

We therefore conclude that the priority for our initial focus should be a mixed approach to 
fund raising combining an initial round of applications to grant giving organisations with a 
spread of community based activities.  However, our first priority will be to convert the 
initial generous pledges into cash in the bank for the charity.   

The amount that can be achieved in year one will depend, crucially, on the time which Laura 
and the Trustees can give to the charity.  From experience, completing an application for 
one corporate donor can take 2 or 3 hours:  each will require information in its own format 
and prior to that some research will be needed in order to focus on that donor’s own key 
points – although some of our application materials might be common across all potential 
donors, specific targeting and emphasis could be the key to a successful application, all of 
which takes time. 

All of the proposed activities are subject to review, amendments and approval by the 
Trustees.   
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3. How will Mind Body EDS’s money be spent? 
 

The money raised by the Charity needs to be spent in accordance with the purpose for 
which it is given – that is, supporting the objects of the Charity.  The objects of the Charity 
are attached here in Appendix 1 and it is the intention of the Trustees to commit resources 
in these areas in Year One: 

• raising awareness amongst the public and the medical community about the range 
of Ehlers-Danlos syndromes and their prevalence in the population, with a specific 
focus on contact through Medical Schools’ societies 
 

• supporting financially families and individuals, like Laura, in accessing their 
treatments 
 

• where appropriate and where the opportunity arises, the Charity will also promote 
and encourage the expansion of facilities for providing diagnosis and treatment of 
EDS, although the commitment of time and resources to this activity is, in practice, 
expected to be minimal. 
 

It is not expected that any resources in Year One will be directed towards supporting 
research into EDS, although this remains a longer term objective.  

Where a donation is received for the furtherance of one particular object or to support a 
specific activity, then the request of the donor must be respected and the money spent in 
order to support that activity.  These specific purpose donations will be separately 
accounted for in our accounts, as required under the terms of the Charities Act, and this is 
also recognised in our Standing Financial Instructions (available to view on our website).  

For general funds raised (that is funds which are not designated as funds restricted for a 
specific purpose) the Trustees have considered how the funds should broadly be allocated 
between the different objectives which the Charity intends to achieve.  The intentions 
shown here are indicative only and depend largely on the scale of funds raised:  once the 
activities of the Charity are underway the likely scale can be better judged and this is an 
area which the trustees will revise and review after the first six months of activity. 

However, the general expectation is that the priority areas for expenditure in year one will 
be: 

1. As a first priority, the costs of running the Charity will be met in full.  These costs are 
expected to be minimal – the Trustees will not be paid nor will any individuals 
working on the Charity’s activities.  The most likely areas of expenditure will be 
travel expenses, stationery, website development and maintenance.  
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2. Costs in support of awareness raising activities – these are expected to include: 
 

i. travel expenses for Laura Sylvester, or any other person held by the Trustees 
to be an appropriate representative, to attend and present at events or 
meetings 

ii. newsletters and printed materials for leafletting health care professionals 
iii. attendance costs for school fairs, summer fetes or similar 

 
Costs in this category would be expected to be below £2,000 in the first year of 
operation. 

 

3. In providing support to families and individuals (including Laura) in meeting costs 
relating to treatment and appointments, the Charity expects that this will be the 
area of greatest expenditure in year 1:  treatments and interventions if not available 
on the NHS are expensive and, if they are available on the NHS, generally involve 
travel expense for the families and individuals concerned.  In order to describe how 
the Trustees will prioritise applications for support, the Charity has produced a policy 
and procedure guide entitled “Financial Assistance Policy and Procedure:  Eligibility 
Criteria and the Application process”.  This guide is available via our website6 

The sum available for distribution to eligible applicants will be dependent on the 
sums raised through fund raising and it is not possible to predict this at this stage. 

 

 

 

 

 

 

 

 

  

                                                           
6 Web site address  www.mindbodyeds.org.uk  
 

http://www.mindbodyeds.org/
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4. Governance of the Mind Body EDS Charity 
 

Who are the Trustees? 
 

The Charity was established with four trustees and continues to have four trustees at the 
time of writing.  All trustees have a connection with Laura or her family and bring different 
skills and experience to the Charity.  The trustees have in common a belief in the objectives 
of the Charity and the aim to succeed in meeting those aims. 

The chairperson of the Charity is Jacqueline Burke.  Jacqui is a Certified Accountant and 
trained in the NHS and has worked in the NHS, the university sector and central government 
over the last 30 years.  Her daughter was at school with Laura and her sister.  Jacqui’s 
husband’s business is a long time sponsor of Farnham youth choir, which is a passion of all 
of the Sylvester family.   Jacqui is currently a Lay Member of the Guildford and Waverley 
CCG Governing Body and has also served as chair of the audit committee and deputy chair 
of the board for the Royal Surrey County Hospital NHS Foundation Trust. 

Our three other trustees are Laura’s father, Kevin Sylvester;  Graham Noakes, who is a long 
time friend of the family also through Farnham Youth choir; and John Hogan is a work 
colleague of Kevin’s.  They bring varied skills to the Charity. 

Kevin Sylvester is a geologist by training and has spent his career in both technical and 
management aspects in the oil industry and is currently a director of consultancy company 
providing consultancy services to clients in the energy sector. In his spare team, he is the 
sponsorship coordinator for the Farnham Youth Choir.  

Graham Noakes is now retired. Following a Law Degree at Exeter University, he spent the 
first part of his career in sales and marketing with international food companies, before 
moving into print and publishing. Latterly he worked for 20 years in public relations, as a 
senior consultant and writer for a major business-to-business PR consultancy. He now works 
with a number of registered charities and for the past 9 years has been Chairman of 
Farnham Youth Choir. 

John Hogan has spent over 40 years in the international energy industry. Between 1983 – 
2000 he held a number of senior executive roles in the UK and internationally in the oil and 
gas industry, including 7 years as Chief Operating Officer on the main board of a multi-billion 
pound UK FTSE-100 company. Since 2000 he has held numerous non-executive positions at 
either Chairman or senior non-executive level within both private equity backed and listed 
international energy companies. The exercise of appropriate governance and compliance 
has been a key part of his non-executive responsibilities. He is currently on the boards of 3 
companies. 
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How will the Charity conduct its business? 
 

Prior to the granting of Charity status the designated trustees met twice formally to 
determine the actions needed to meet the Charity’s objectives. 

It is the intention of the Charity to follow and meet the good practice expectations of the 
Charity Commission on all aspects of the Charity’s governance including meeting 
arrangements; the appointment and removal of trustees; and the keeping of records and 
filing of accounts and statutory returns.  The Charity has sought out accounting and audit 
support and is intending to use an independent firm of accountants to advise on accounting 
returns and provide an independent input to the Charity’s financial affairs. 

To support the day to day running of the Charity’s management and financial affairs all 
trustees will adhere to the standing orders and standing financial instructions of the Charity 
which cover, amongst other requirements: 

• The operation of bank accounts on behalf of the Charity 
• The keeping of records by the Charity 
• The authority of trustees and nominated individuals to enter into contractual 

arrangements on behalf of the trustees 
• The range of activities into which the Charity may enter to support achieving the 

Charity’s objectives 
• The notification, attendance at, and conduct of meetings  
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Appendix 1:  Mind Body EDS Charitable Objects 
 

Our Objects, as registered by the Charity Commission are these: 

 

1) The relief of sickness and the preservation and promotion of good health among people 
suffering from Ehlers Danlos Syndromes, comorbidities and related conditions in particular 
but not exclusively by:  
 

a) Providing information and grants of financial assistance to those diagnosed with 
such conditions, and those seeking a diagnosis.  
b) Providing grants of financial assistance to organisations undertaking research into 
Ehlers Danlos Syndromes, comorbidities and related conditions, the useful results of 
which will be disseminated for the public benefit.  

 
2) To advance education of the public in Ehlers Danlos Syndromes, comorbidities and 
related conditions in particular but not exclusively by providing informative talks designed 
to raise awareness and further knowledge of the conditions among the medical profession. 
 

 

 

 

 

 

 

 

 

 

 

 

Contact Info 
Registered Charity Address: Mind Body EDS, 11 South St, Farnham, Surrey, GU9 7QX 

Website: www.mindbodyeds.org.uk 

Email: info@mindbodyeds.org.uk 

Mind Body EDS is a registered charity in England & Wales | Registered Charity No. 117782 

http://www.mindbodyeds.org.uk/
mailto:info@mindbodyeds.org.uk
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