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Trustees' Annual Report for the period 

 

From 

Period start date 

To 

Period end date 

25 07 2024 24 
 

07 2025 

 

Section A                        Reference and administration details 
 

Charity name  MLD Support Association UK 

 

Other names charity is known by 
MLD Support Association UK 1 
MLD Support UK 

 

Registered charity number (if any)  1150542  
 

Charity's principal address  
 
1st Floor 

35 Marine Terrace 

Margate 

Postcode CT9 1XJ 
 

 Names of the charity trustees who manage the charity 

 Trustee name Office (if any) 
Dates acted if not for whole 
year 

Name of person (or body) entitled 
to appoint trustee (if any) 

1 Jacqueline Imrie Chair   

2 Vivienne Clark Treasurer   

3 Nicola Daly Secretary   

4     

5     

6     

7     

8     

9     

10     

11     

12     

13     

14     

15     

16     

17     

18     
 

Names of the trustees for the charity, if any, (for example, any custodian trustees) 

 

Name Dates acted if not for whole year 

Twila D’Cruz  

Elizabeth Davenport  

Daniel Erskine  
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Names and addresses of advisers (Optional information) 

Type of adviser Name Address 

   

   

   

   

Name of chief executive or names of senior staff members (Optional information) 

 

 

 Section B              Structure, governance and management  
 

Description of the charity’s trusts 

Type of governing document     
(eg. trust deed, constitution)  

Charitable Incorporated Organisation Constitution 

How the charity is constituted  
(eg. trust, association, company) 

Trust 

Trustee selection methods  
(eg. appointed by, elected by) 

Appointed by resolution passed at a properly convened meeting of the 
Charity Trustees, having regard to the skills, knowledge and experience 
required for the effective administration of the CIO 

Additional governance issues (Optional information)  

You may choose to include 
additional information, where 
relevant, about: 

• policies and procedures 
adopted for the induction and 
training of trustees;  

• the charity’s organisational 
structure and any wider 
network with which the charity 
works; 

• relationship with any related 
parties; 

• trustees’ consideration of 
major risks and the system 
and procedures to manage 
them.  

We require all Trustees to undertake DBS checks, and to take an active 
role in the administration, activities and events of the CIO. 
We require all Trustees to complete a knowledge and skills form to ensure 
we have a broad knowledge base to support families and administer 
activities of the CIO. 
We collaborate with the MPS Society and Archangel, 2 charities who also 
support and advocate for families with MLD. 
We ensure trustees are knowledgeable about safety and risks before any 
event and risk assessment is carried out for all potential venues. 
We ensure all trustees have appropriate level of safe guarding training 

 

Section C                    Objectives and activities 
 

Summary of the objects of the 
charity set out in its 
governing document 

The CIO has continued to spread awareness of MLD through our website 
and family Facebook page.  The website is updated regularly to reflect 
information available, upcoming events and news regarding MLD and 
therapies available. A major update of the website is in progress. 
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Summary of the main 
activities undertaken for the 
public benefit in relation to 
these objects (include within 
this section the statutory 
declaration that trustees have 
had regard to the guidance 
issued by the Charity 
Commission on public 
benefit) 

Website updates 

• Announcement of the Annual Connie Elson MLD Essay Prize. 

• Reflections on the Annual Conference 

• Report on Trustee contribution to SSIEM meeting in Porto 

• Report on Family weekend at Bendrigg Trust with any families 
 

Additional details of objectives and activities (Optional information)  
 

You may choose to include 
further statements, where 
relevant, about:  

• policy on grantmaking; 

• policy programme related 
investment;  

• contribution made by  
volunteers.  

 

 

Section D                      Achievements and performance 
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Section D                      Achievements and performance 

Summary of the main 
achievements of the charity 
during the year  

 

The CIO has continued to spread awareness of MLD through our website 
and family Facebook page.  The website is updated regularly to reflect 
information available, upcoming events and news regarding MLD and 
therapies available. 
 
The achievements have included: 
 
 
Activities 
 
Hosting a weekend trip for families to Bendrigg Trust supported by 5 
Trustees to ensure full support and inclusion 
 
Preparing and hosting a scientific and family conference to include 
National and International speakers and professionals. DBS checked 
volunteers with experience in child care for affected and non affected 
children supported the families. 
 
2 Trustees attended SSIEM in Porto to share experiences, raise 
awareness and update themselves on research and developments. 
 
Producing and delivery Christmas care packages for all families 
 
Strong advocacy for New Born Screening and working and meeting with 
other charities and members of Parliament to support.  
 
Inviting appropriate personnel to observe Trustee meetings with a future 
plan to increase Trustee numbers to better support the charity 
.  
Supporting families undergoing gene therapy in Manchester 
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Section E                    Financial review  
 

Brief statement of the 
charity’s policy on reserves   

No reserves policy is required 

Details of any funds materially 
in deficit 

None 

Further financial review details (Optional information) 

You may choose to include 
additional information, where 
relevant about: 

• the charity’s principal 
sources of funds (including 
any fundraising);  

• how expenditure has 
supported the key objectives 
of the charity;  

• investment policy and 
objectives including any 
ethical investment policy 
adopted.  

 

 

Section F                     Other optional information 
 

 

 

Section G                    Declaration 
The trustees declare that they have approved the trustees’ report above.  
 
Signed on behalf of the charity’s trustees 

Signature(s) J.Imrie 
 

Full name(s) Jacqueline Imrie 
 

Position (eg Secretary, Chair, 
etc) 

Chair and Trustee  

 

Date  
21.04.2026 

 

 












