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Financial Assistance Policy and Procedure:  
Eligibility criteria and the Application 

process 
 

 

1. About this policy 

This policy describes the way in which the Charity will allocate available funds to eligible applicants 
in line with the Charity’s agreed objects to provide financial assistance to Ehlers-Danlos syndromes 
patients.  This policy is subsidiary to both the Charity’s’ Constitution and the Charity’s Financial 
Policies and Procedures (the Standing Financial Instructions). 

 

2. Distribution Intentions 

It is the Charity’s intention to provide financial assistance to individuals who are experiencing a 
financial burden arising from either: the diagnosed condition of EDS, or; the pursuit of a potential 
diagnosis of EDS.  In eligible cases, the Charity may be able to provide a contribution to relevant 
costs, whether these are small and incremental, or in support of related travel or accommodation; 
or whether these are large sums needed to access treatment either privately in the UK or abroad.  
The Charity will not be able to contribute the entire cost of inpatient procedures, but could, in 
eligible cases, make contributions to individuals’ existing fund raising efforts.  

 

3. Determining the sum available for distribution 

The amount which is available for distribution at any time will be determined at the sole discretion 
of the Trustees, in any case having regard to the requirements of the agreed Financial Policies.  The 
amount available will be reviewed on a quarterly basis in a properly constituted Trustee’s meeting 
and will not be exceeded in the relevant quarterly time period.  The Trustees, may however, review 
the decision at any time in a properly constituted Trustees meeting.  The amount determined will be 
a maximum amount for the relevant time period and the Trustees are not bound to distribute the 
full amount in any particular time period, or in any particular year. 

 

4. Disclaimer – the Charity’s financial support does not confirm the 
appropriateness of investigations, treatments or therapies 

In any decision taken by the Trustees to contribute towards an individual’s costs of treatment or 
investigations, no confirmation is to be taken that the Trustees consider the treatment or 
investigation to be clinically appropriate.  The Trustees are not qualified to make such a judgement, 
no matter what their personal or professional experiences have been, and it is entirely the 
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responsibility of the individual applicant and their doctors and/or health care professional team to 
determine what is the appropriate course to follow for any and each individual.  

5. Timing of Costs incurred by applicants – payments prospectively and 
retrospectively 

This Charity was registered on February 15th 2018.  The Trustees will not consider applications 
relating to costs incurred before this date. 

The Trustees will consider applications for contributions to costs incurred after this date, whether 
before those costs have already been incurred at the time of the applications (retrospectively) or will 
be incurred in the future (prospectively).   

 

6. Awards to individual applicants 

There is no maximum or minimum that the Charity might contribute to one individual:  the chief 
criteria for making an award is that it should ‘make a difference’ to the individual.  The amount that 
makes a difference to one individual will entirely depend on the individual’s circumstances and the 
Trustees reserve the right to consider each application on its merits. 

There will be no limit to the number of times that an individual can apply to the Charity, as the 
Trustees recognise that EDS is a life long condition and the benefit of support may last for many 
years.  Similarly, the needs of the individual may change at any time – particularly in moving from a 
suspected, to a confirmed, diagnosis and repeated applications for different treatments and 
therapies would be considered on their merits.  

 

7. Eligibility criteria 

i. Eligibility criteria – individuals 

All individuals, of any age, will be eligible to apply for financial assistance from the Charity if they 
have, or are suspected of having, any of the Ehlers-Danlos syndromes (evidence of this diagnosis or 
the suspicion of a potential diagnosis of the condition will be required – see further below in this 
policy). 

Only individuals are eligible to apply; organisations, companies and charities are not eligible to apply 
to this Charity.  

Individuals who are normally resident1 in any country of the UK are eligible to apply; individuals not 
normally resident in the UK are not eligible to apply to this Charity.  In circumstances where 
judgement on whether an applicant is ‘normally resident’ needs to be applied by the Trustees, their 
decision is final.  

 

                                                           
1 For the purposes of this policy ‘normally resident’ means an individual who has their main home in the UK, 
who is registered with a UK medical practitioner and who has been resident in the UK for six out of the last 12 
months.  Exceptions to this definition can apply in certain circumstances eg where the individual has been 
studying or working abroad, or has been receiving medical treatment abroad, or has accompanied a partner or 
family member abroad for work.    
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ii. Eligibility criteria – treatments, investigations and therapies 

The treatments, investigations and therapies which the Charity will consider financially contributing 
towards cover a wide range:  the Charity will not provide a prescriptive list nor exclude any 
treatment, investigation or therapy which is recommended, for diagnosis or relief, by an appropriate 
referrer.  The applicant will be required to provide evidence that such treatment, investigation or 
therapy is recommended by a registered practitioner.  By ‘registered practitioner’ this policy means: 

• A registered doctor (in primary or secondary care), working within the NHS or the private 
sector; 

• A registered nurse with referral rights 
• A registered Allied Health Professional (Registered with the Health and Care Professionals 

Council) with referral rights 

Whilst this list is intended to be inclusive of all of the referral routes that could be classed as eligible, 
the Trustees reserve the right to consider other referral sources, but would normally expect that the 
applicant will provide evidence of having the support of a professional from this list for the 
treatment, investigation or therapy being proposed. 

 

iii. Eligibility criteria – cost categories 

In general, investigations, treatments and therapies should be provided by services or individual 
practitioners registered with an appropriate UK registration body (such as the GMC, the NMC or the 
CHCP - or with an equivalent registration body if the treatment is to be carried out outside of the 
UK).   

However, where the referral has been made by an appropriate referrer (as described above in this 
policy) investigations, treatments and therapies provided by an established practitioner who is not 
registered with one of these bodies may be eligible.   In all instances, the applicant will be required 
to describe, in their application, why the proposed approach is of benefit to them. 

Subject to meetings the referral criteria described above, the following list is examples of the costs 
which would be eligible: 

• Costs of treatments, investigations, consultations and medications 
• Costs of travel, subsistence and accommodation for the individual patient 
• Costs of accompanying family or carers would be eligible where they are specifically required 

to enable the patient’s attendance (such as a parent to accompany a child; a carer to 
support a patient with mobility restrictions; other circumstances would be considered) 

In all circumstances, the Trustees would only consider contributing to ‘reasonable’ costs.  However, 
the Trustees are aware that ‘reasonable’ varies by the individual and ‘reasonable’ for one applicant 
will not be reasonable, or possible for another, depending on symptoms or co-existing conditions.   

 

8. The Application Process 

Applications may be made either online or by post:  in order to make an application by post, the 
application form from the website should be downloaded and completed and returned to the 
address shown on the form.  For the preference of the Charity, applications should be completed 
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and submitted on line where possible, however, all applications however received will be considered 
within the same timescales. 

The website provides a series of guidelines and FAQs to help applicants with the application process.  
The Charity will not be able to provide individual advice to potential applications on how to 
complete the application.   

Applications may be completed and returned/submitted at any time but will be subject to closing 
dates – these dates will be published on the website.   

The Charity will acknowledge applications, either by email or by post, and advise when the 
application will be considered.  If the application does not meet the eligibility criteria in full, then the 
applicant will be informed as soon as possible and the application will not be considered by the 
Trustees.  However, the decision to exclude the application from consideration will be reviewed and 
confirmed by the Trustees. 

If an application does not provide all of the information required for the Trustees to make a decision, 
then further information will be requested from the applicant before the request is considered in 
the Applications Review Meeting.  This may delay the time period for considering the application 
until the scheduled meeting after all information has been received.  

The Trustees are under no obligation to provide all of the funding requested by an applicant and 
meeting the eligibility criteria will be no guarantee that the request will be successful.  The Trustees 
may choose to fund all or part or none of any specific applicant based on priorities and requirements 
being experienced at the time.  

Following each Applications Review Meeting, individual applicants can expect to hear back within 
one week.  Possible outcomes for each individual application are: 

• Successful, with an offer of a specified level of funding; 
• Unsuccessful, for specific reasons which will be communicated to the applicant; 
• Held over for later review, where the Trustees would have wanted to provide a contribution 

if funding had been available (in this circumstance, the applicant will be asked to confirm 
that they wish the application to continue to be considered).   

 

9. Payments to applicants 

Where an application has been successful, the Charity will endeavour to make payments to 
applicants as soon as possible following the meeting, but subject to the Charity’s Financial Policies 
(eg regarding Trustees’ authorisation of payments). An exception to this applies where the 
contribution being made is to an individual’s fund raising campaign (see below). 

Payments may be made by cheque or bank transfer, but for the charity’s preference would be made 
by bank transfer.   

The Trustees reserve the right to ask for evidence of expenses already incurred. 

Where the award is made for future (or enabling) expenses, the individual applicant will be required 
to make a declaration confirming this on the initial application form. 

Where an individual has made a successful application to the Charity for a contribution to a larger 
fund raising campaign, the award will be made and offered as a pledge for the relevant amount, 
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subject to the total (or other trigger point) being reached.  The pledged amount will be held in 
reserve by the Charity and will be available to the applicant when the total is reached, or when the 
treatment (or travel relating to the treatment, for example) starts, or can be started subject to 
further funds being raised.  The purpose of this clause is to allow the individual to rely on the 
contribution subject to the success of their wider campaign but to allow the Charity to retain the 
pledged amount should circumstances change and the individual require, for example, different 
support or treatment or should appropriate treatment become available via, for example, the NHS.   

 

10.  Follow up and review of payments made 

In most cases, applicants will be asked to provide the Charity with evidence that the award made has 
been spent as the applicant had originally requested.   And in order to allow the Trustees to be 
assured that the decisions they’ve made have made a difference to the individuals concerned, and to 
help to redefine or reconfirm the priorities to be made in the future, the Charity will encourage 
individual recipients to ‘keep in touch’ and to feedback on whether the individual awards have, in 
fact, made a difference to their journey to diagnosis or treatment. 
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