
Downloaded from opencharities.uk/ew/1150542 Page 1

MLD SUPPORT ASSOCIATION UK
England & Wales · Charity number 1150542

Details

Other names MLD SUPPORT ASSOCIATION UK1, MLD SUPPORT UK

Status Registered

Legal form CIO

Registered 2013-01-21

Register View on the Charity Commission register

Contact

Address Need More Time Ltd
35 Marine Terrace
Margate
Kent
CT9 1XJ

Phone 01227372424

Email admin@MLDSupportUK.org.uk

Website MLDSupportUK.org.uk

Activities

Objects: 1.TO ADVANCE THE EDUCATION OF THE PUBLIC IN THE SUBJECT OF THE DIAGNOSIS,
PROGRESSION, AND TREATMENT FOR ALL FORMS OF METACHROMATIC LEUKODYSTROPHY
(M.L.D.).2. TO RELIEVE THE MENTAL AND PHYSICAL SICKNESS OF PERSONS RESIDENT IN THE
UNITED KINGDOM, SUFFERING FROM BEREAVEMENT OR LOSS OF A FAMILY MEMBER THROUGH
METACHROMATIC LEUKODYSTROPHY (M.L.D.) BY THE PROVISION OF COUNSELLING AND
SUPPORT FOR SUCH PERSONS.3. TO PROMOTE AND PROTECT THE PHYSICAL AND MENTAL
HEALTH OF SUFFERERS OF METACHROMATIC LEUKODYSTROPHY (M.L.D.) IN THE UNITED
KINGDOM THROUGH THE PROVISION OF SUPPORT, EDUCATION AND PRACTICAL ADVICE TO
THEIR FAMILIES; AND THROUGH THE PROVISION OF FINANCIAL ASSISTANCE TO BONA FIDE
CLINICIANS AND RESEARCH BODIES WHO ARE SEEKING THERAPEUTIC TREATMENT FOR THIS
CONDITION.

Activities: We have prepared informative leaflets on Metachromatic Leukodystrophy (MLD), to spread
awareness of the disease to medical establishments and raise awareness . We have established links with
other charitable organisations who can provide complimentary services to families affected by MLD . We are
advocates on behalf of affected families and have strong links to specialist centres.

https://opencharities.uk/ew/1150542
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Classification

• How: Provides Advocacy/advice/information, Sponsors Or Undertakes Research

• What: Education/training, The Advancement Of Health Or Saving Of Lives, Disability

• Who: Children/young People, People With Disabilities, Other Defined Groups

Geography

• Area of benefit: ENGLAND AND WALES

• Throughout England And Wales

Finances

Period end Income Expenditure Assets Employees

2025-07-24 £53,341 £31,197 - -

2024-07-24 £35,495 £25,681 - -

2023-07-24 £32,266 £37,019 - -

2022-07-24 £26,573 £16,680 - -

2021-07-24 £9,254 £13,405 - -

Trustees

Name Role Appointed

Daniel Erskine 2024-03-23

Elizabeth Davenport 2022-11-19

JACQUELINE IMRIE 2015-09-30

Nicola Jane Elson 2018-10-24

TWILA D'CRUZ 2012-12-28

https://opencharities.uk/ew/1150542


MLD SUPPORT ASSOCIATION UK
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Accounts



TAR 1 March 2012 

 

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  

   

 



TAR 2 March 2012 

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. 



TAR 3 March 2012 

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 
 



TAR 4 March 2012 

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 
 
 

 



TAR 5 March 2012 

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 
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Trustees' Annual Report for the period

From

Period start date

To

Period end date
25 07 2023 24 07 2024

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

TAR 1 March 2012



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 caried out for all potential venues.

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.

TAR 2 March 2012



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
October 2023
Genomics England includes MLD on its provisional list
Update on the Generation Study

March 2024
 Clinical Trial Update from Takeda
Update from Takeda following community lobbying to get enzyme 
replacement for families that were on the trial.

March 2024
Link to FDA announcement that gene therapy now approved in USA

June 2024
Orchard Therapeutics celebrates Neonatal Screening
Link to press release

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

TAR 3 March 2012



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:

. Once again Christmas packages were sent to all MLD families with 
small gifts for all the family as well as the affected young person or adult.

In February 2024 a day out was organised for families at Charter House 
near Burnley. There is a sensory room that benefits children and affected 
adults and was a safe welcoming environment for families to meet and 
chat

Advocating for new born screening on behalf of families 

Supporting families undergoing gene therapy in Manchester

Section E                    Financial review 
TAR 4 March 2012



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
20 May 2025

TAR 5 March 2012
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TAR 1 March 2012 

 

Trustees' Annual Report for the period 

 

From 

Period start date 

To 

Period end date 

25 07 2022 24 
 

07 2023 

 

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 
 
Floor 5, Amphenol Business Complex 

Thanet Way 

Whitstable 

Postcode CT5 3SB 
 

 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 Vivienne Clark Chair   

2 Nicola Daly Secretary   

3     

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  

David Lawson  

Jackie Imrie  

 Lesley Warrington  

 



TAR 2 March 2012 

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 

 

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. 



TAR 3 March 2012 

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) 

The following announcements were made on our website: 
 
13 September 2022 
Thanks to the National Lottery, we are delighted to confirm that the next 
MLD Family Funday will take place on Sunday 27 November 2022 at 
Twycross Zoo. We will have access to an onsite function room with buffet 
lunch, additional children’s entertainment and zoo admission. 
This event is open to All UK MLD families. 
 
14 February 2023 
The UK Newborn Screening programme desperately needs urgent 
revision to keep up with other Western countries, many of whom screen 
for considerably more diseases and have a far more streamlined up to 
date system, which in turn gives a far more positive outlook for children 
affected by these associated conditions. 
With this in mind, the Newborn Screening Collaborative, a collection of 13 
rare disease organisations including Genetic Alliance UK, have 
highlighted three main priorities for 2023 which if given the correct focus 
will ensure we begin to get on the right track… 
 
5 April 2023 
Niamh Hitchman is planning a Skydive to raise awareness of MLD and 
raise funds for MLD Support Association UK.  Niamh’s little brother, 
James, very sadly passed away with MLD some years ago, so she is 
keen to help support families who are suffering now and also those who 
have suffered in the past.  Thank you so much to Niamh – your support is 
very much appreciated. Niamh has set up a Just Giving page. 
 
5 April 2023 
Sally Tooms is running the London Marathon for MLD Support 
Association UK. When she saw the TV coverage about Nala and Teddi 
and Gene Therapy she contacted us to ask if she could run for our 
Charity, to support families affected by MLD.  I am sure we will all be 
watching her on TV on Sunday 23 April and cheering her on. We are all 
so grateful to her for her time and effort. 
 
26 April 2023 
Sally Tooms successfully ran the London Marathon for MLD Support 
Association UK.  She finished in just under 5 hours – amazing!  So far, 
she has raised £1,400 for us.  We would like to say huge congratulations 
and many thanks for thinking of our Charity. 
 
 

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.  

 

 



TAR 4 March 2012 

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: 
 
Scientific and Family Conference 24-25 March 2023 
The third MLD Support Association UK Scientific and Family Conference 
was held at The Holiday Inn in Telford.  The Scientific Conference on 
Friday 24 March and the Family Conference on Saturday 25 March.  This 
was followed by a Family Fun Day at The Holiday Inn – Telford on 
Sunday 26 March. 
Both Conferences were a huge success with leading clinicians and 
scientists working in the field of MLD attending and speaking on both 
days. Many MLD Families attended on the Saturday and then enjoyed 
the Family Fun Day on Sunday. 
The focus of the Conference this year was on Gene Therapy, Clinical 
Trials, Newborn Screening for MLD from a laboratory and family 
perspective, Support for MLD families, the need for MLD Centres and 
other Therapies for MLD sufferers. 
 
Family Fun Days 
27 November 2022 – Twycross Zoo 
An MLD Family Funday took place on Sunday 27 November 2022 at 
Twycross Zoo. We had access to an onsite function room with buffet 
lunch, additional children’s entertainment and zoo admission. 
This event is open to All UK MLD families and is free of charge. 
 
26 March 2023 – Telford 
Following a successful Scientific and Family Confenrece, the next day 
was a Family Fun Day at The Holiday Inn – Telford on Sunday 26 March 
 
Further details of these and other activities can be found in Section C. 

 



TAR 5 March 2012 

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) V Clark 
 

Full name(s) Vivienne Clark 
 

Position (eg Secretary, Chair, 
etc) 

Chair and Trustee  

 

Date 
1 May2024 
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Trustees' Annual Report for the period
PerloIf Start dete PeHod end date

25 D7 2021 24 Or 2O22
From

Charity name

Other nance charity la known by

MLD Support Assacie5an UK

MLD Support A@so:iatlon UK 1
MLD Su oIt UK

Registered charity number tlf any) 1150542

Cha~ pftnclpal address Fker 5.ArrIphenol Buslnees Complex

Th9net Way

WhltetaNe

Postcode CT5 3SB

Raffles of the charity truiteee who manage the charity

3

4

5

8
9

10

11

$2

'l3

14

16

$S

17

18

TFU elec HelM

Vivlenne Clerk

Nkala Dely

OffIce (If eey)

Chefr

Oelee aahd It oof for whol ~ ffeme of person (ar hocIy) eHIffed
fo iruefee

Hafnee of the trustees for the charity, ff any, (for example, any c~dlan trueteeaj

Datea ~ if net for whole
.TvAIa O'Cruz

Davfd Laweon

JeCkle Imlie

Leeley Wer6ngton

TAR March 2012



Names end addressee oi advisers (Optional Information)

of advtaer Name Address

Name of chief executive or names of senior ateff tnernbem (Optional information)

leacrlptlon of the charity'a trusts

Type of governing document
Charitable incorporated Organisatlon Constitution

How the charity Is oonstltutad
Trust

Trustee selection methods Appointed by resolution ]essed at a properly convened meeting of the
Charity Trueteea, having regard to the ekllts, knowledge end sxperienoe
required for the effective administration of the CIO

Additional governance issues (Optional Information)

You ntiy choose to laude
additional information, where
relevant, about:

a policies and procedures
adopted far the induction and
training of trustees;

~ the chartty'a organisation al
structure and any wider
network with which the charity
works;

e relationship with any related

parties;

~ Imstees' consideration of
esPx risks and the system
and procedures to manage
thee.

We requite all Trvsteee to undertake DSS checlotj, and to take an active
rale In lhe adlrtlniatretlan, acthNes and eVents of the Clo

8Mmrrriry of the objects ot the
charity aat out In Ita
governing document

The CIO has continued to spread awareness of MLO through our webelte
and family Facebcek page. The webstte is updated regularly to rellect
Information available, upcoming events and news regarding MLD and
therapiee available.

TAR MIrch 2Ã2



The following announcements were made on our webslte:

1 November 2023
Great Newel We will be holding a virtual Christmas Party on Saturday
11lh December Cpm-2pm for our MLD children and their siblings. We will

eIeo be distributing Festive Ferally packages In the lead up to Christmas
Io UK MI.D famillea.

9 December 202t
A formal application to ad4 Metachromatlc Leukodyelrophy to the 0K
Newborn Soodspot (HBS) programme has now been reeds to the
National Screening Committee (NSC). This Is an Important milestone for
the MLD community and one which could not have been possible without
the Important support and ongoing collaboration of many brilliant

scientists and heroic cliniclane.

Summa' of the main
act Wttiee undertaken for the
public benefit in relation to
these objeeta (Inchde within
thfa section the statutory
declaration that trustees have
had retlard to the Nlkhnce
issued by Ne Charity
Commission on public
benefit)

26 January 2022
Thanks to Na5onal Lottery fUndlng lhe MLO Support AstxxAetlon UK

Funday wIII take place on Sunday 10th April at Dnayton Manor
(Tamworth, Sta~lle, 878 3TW).

4 Febnjaly 2022
We are delighted to announce that Atldareagene autoterncel (IjbrneldyS)
haa been recommended as an option by NICE (The National Institute for
Health and Care Excellence) for treating metachroma5c leukodyetrophy
(MLD) In England end Wales for eligible children.

22 February 2022
Following the wonderful news that Gene Therapy was approved for uae
In England by the NHS flcr ~ymptornath Late-infantile and pre-
symptometlc end mlldl~ymptornatlo Early Juvenile MLD, we now have
more exciting newel A clinical study for sufferers of pre-symphrnatlc and
early-symptomatic sufferers of Latsj Juvenilsj MLD Is now rscrullfng. The
study Is being conducted at Ospedale San Raffaele —Telethon institute
far Gene Therapy (OSR-TIGET) In Milan, Italy.

22 July 2922
MLD Support Association UK ia a small charity with limited resources, so
we value working with The MPS Society, who offer specialist support for
famlllee affecbxl by MLD. The rarity ol' hALD means that affected
individuals and their families often experience difficulties accessing local
su ft serve%.

Additional cela of objectives and actlvttlas (Qptloraaf Infonnatlo-n|

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

~ policy on grantrnaking;

~ policy programme related
investment:

~ contribution remade by
volunteers.

TAR March 2012



Summary of the main
achhwemettt» of the charity
durtnl the year

The CIO has continued to spread awareness of MLO through our webslte
and family Facebook page. The website is updated regularly tc reflect
Information available, upcoming events and news regarding MLD and

therapies available,

The achievements have included:

Providing a centprehenslve survey report to NCE on sufFerers af hlLD to
support the appllcatlcn for Gene Therapy, which was successful.

Complete updating of the website and Information literature follow)ng the
NICE decision to provide Gene Therapy for hlLD on the NHS In England.

Continuing to provide support, both by Zoom meetings and Fun Days for
all faeilies affected by MLO,

Continuing to support ArchAngel MLD Foundation with their application tc
gst MLD put onto the Newborn Screening testing for the UK

Further details of these and other actlvltles can be found In SecNe C.

Merch 2052



Brief etetemerrt of the
charity's policy on reserves

No Neew88 policy Ie required

DIf8lle of any %Inde ITleterlR)IV
ln deme@

Further financial review details (Optional information)

You rrray chooee lo IrIclude
addl5enal Information, tNhere
relevant about:
e the cherNy's principal

sourcee of funda (Including
any fundralelng jj;

how expenditure has
supported the key objectives
of the charity;

s lnveetment policy and
objectives Ireludlng any
ethical Imwitnrent policy
adopted.

The trueteee declare that they have apyreved the tweteee' report above.

Signed on behalf of the charity's trustees

Sl98atule(e)

Full name(a)

Position (eg Secretary, Chair,
etc)

Vhrienne Clerk

Cha/r and Trustee

Mamh 20'l2



IILB Sapprrrt laaacrlatfon UK 1lefNI2

Recei te and a ments account GC46a

2 ILIA.2021
Te 2l,e7.2e22

Unrealrlafed
fttttde

ro the rraereer t

Ree&eM Endotrrrnelrt

ftrttda frrnde

te the ruat 2 lo ere neereet 2

TCrtel fttrtde Lect tNar

hr the aelreet $ te the rreereat C

t,tet
te,702

AR lOeef a84 nvsatrlranf aal~
aae fable .

7ofaII ~pfe

e,373
1.$75

570

Sob ftrfal

~377

Il Asset and trreuatntanf

rcfteeee, eee keble

Srrb Afef

7efef peymerrfe

Het ol'reedpfe/(pe&mettfe)
A5 Tramfare batsmen frrrtde

Ab Caah fuel ~ lect year and

Caah hetfa flA year ertd



C srr lrn ru, s

11 Caatl flsrlde

Botnllu

IteaC Dspsell AcesuH

Ultraaltloted
hnde

sa sssraet e

ReeNoled Endowment
ftIIIOe firn de

IO nasreatC Ia eaa I e

82 Other manetary aeeete

Tola(each AIrtdt
(sgrus eusscss wsh reesess ve qeyneA
C ~sll

Datstla

Ursreetrtcted
fsntde

Ie' nsareal e

l4egslcged En dewInent
tun4a fIInde

la negreal e tunswea e

83 tltveatmellt aeaata
Details

Fund ta wnISII ~ Cenara value

$4 Aeaeta retained for the
Oharlty'a Oen uee

Detail* Fund la widen ~ Cunang vshla

$5 Ltabllltlae
Oar ella

Fund IO%hlgh Aneulk dus When dw

8lttnad by ona or Wro tnjstaae en
oehelr of Igt the Ituagaaa 3IOnelttre Date ol'

roval



CHARITY CONIMI55[ON Independent examiner's
FOR ENGLAND AND WALES report On the accounts

Report to the trueteeaf
rnernbers pf MLD SuPPott Association UK~

On accounts for the year 24~ July 2022
ended

Chart ty no
(if any)

1&50542

Set out on pages CG1 Ba 1 to 2

I report to the trustees on my examination of the account of the above
charity ('the Trust" ) for the year ended 24r67/2022.

Responsibilities and Ae the charity trustees of the Trust, you are responsible for the prepetition
basis of report of the accounts in accordance with the requirements of the Charltise Act

2011 ('the Act").

Independent
examiner'e statement

l report in respect of my examination of the Trust's ibcounlm carried out
under sectIon 145 of the 2011 Act and in carrying out my examination, I

have followed the applicable Directions given by the Charity Coernission
under section 145(5)(b) of the Aci.

I have completed ey examination. I confirm that ne Inaterial matters have
come to my attention (other than that disclosed below ') in connection with
the examination which gives me cause ta believe that ln, any material
rispect'.

~ accounting records were not kept in accordance with section 130 of
the Act or

~ the eccaurri3 da not accord with the accounting records

I have no concerns and have come across no other matters in connection
With the examination to which attention should be drawn In order to enable a
proper understanding of the accounts to be reached.' P/ease deiete the cards ke the brackets if they do ret epply.

gned' PraA~ ~~ Hat,~~P Date: 0 0

Name: Michael Lelch 8 Partner LLP

Relevant professional
qLIaliftcatlpnts) or body

(If any).

Address. '

Association of Chartered Certlfled Accountants

t46 High erect '
Blllericay

Essex, CM12 9DF

October 2018



CHARITY mgg55ION Independent examiner's

FOR ENGLAND AND WALES report on the accounts

~ ~

Report to the trustees/
MLD Support Association UK

On accounts for the year 24s July 2022
ended

Charity no 1150542
(if any)

Set out on pages CC16a 1 to 2
rrn. t,'; ro .",; '. c;&:„:.

I report to the trustees on my examination of the accounts of the above

charity ("the Trust" ) for the year ended 24/07/2022.

Responsibilities and As the charity trustees of the Trust, you are responsible for the preparation

basis of report of the accounts in accordance with the requirements of the Charities Act

2011 ("the Act").

Independent
examiner's statement

I report in respect of my examination of the Trust's accounts carried out

under section 145 of the 2011 Act and in carrying out my examination, I

have followed the applicable Directions given by the Charity Commission

under section 145(5)(b) of the Act.

I have completed my examination. I confirm that no material matters have

come to my attention (other than that disclosed below ") in connection with

the examination which gives me cause to believe that in, any material

respect:
~ accounting records were not kept in accordance with section 130 of

the Act or
~ the accounts do not accord with the accounting records

I have no concerns and have come across no other matters in connection

with the examination to which attention should be drawn in order to enable a

proper understanding of the accounts to be reached.
* Please delete the words in the brackets if they do not apply.

Signed: g~,g~ ~~ &/4r~ ~P Date:

Name: Michael Letch S Partners LLP

Relevant professional
qualification(s) or body

(if any):

Association of Chartered Certified Accountants

Address: 146 High Street

Billericay

Essex, CM12 9DF

IER October 2018



Give here brief details of
any items that the
examiner wishes to
disclose.

Only complete if the examiner needs to highlight matters of concern (see CC32,

Independent examination of charity accounts: directions and guidance for

examiners).

IER October 2018
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Trustees' Annual Report for the period

From

Pertad etart date Period and date

Charity name MLD Support Aseocilat(on UK

f nafneachaftty ia lf+ownbMLDSuPPart AssoclaionUK
"MLDSu rtUK

Registered charity number (If any) 1150542

Charity'a getfIclpal addreae Fltmr 5, AIrIphenol BUelrmss Complex

Thanet Way

Whkatable, Kent

ms 3Se

Namea of the charity trIIateea who manage the chariy

3

4

5
6

7
8
9

$0

$1

't2

T3

14

16
16
17

18
19

Trestle nime

Vivlenne Clark

Nlcela Daly

Ofaoe (If Iny)

Chair

SecIfftaqr

OIAO IOINI If IWI Alr WllOI ~ ffame of perm' (or bo4y) Ihtlfted
hf Iraeflo If Sh

Names of the trueteee for the chartty, if any, (for exafnple, any cifatodhn trIfateea)

Name

Twfte D'Cruz

David Lfnvem

Jackie lrnfte

Lssley Warrfngtan

Oatea acted if not for whole r

TAR March 2012



Names and addressee of advisers (Optional Information)

e of adviser Haec Address

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

DeecWptlon of Oe charity's trusts

of overn) document
Charthabte Incmorated OWnlsation Constitution

How the char8y is constituted
™

Trustee selection methods Appointed by resolution passed at a property convened meeting of the
chartty Trustees, having regard to the skills krowledge and experience
requ/red for the effective administration of the C10

AddSonal governance hauea (Optional Inforrnatton)

You may ehocee to Include
additional lnfornmtlon, where
relevant, about;

~ policies and pn:ceduvs
adopted for the induction and
training ef trustees:

~ lhe chartty's organlsatlcnal
structure and any wider
network with which the charity
works;

e relationship with any related
paries',

e trustees' conskleration of
malar rleks and the system
and procedures to manage
them,

We require all Trustees to undertake a DBS check, and tc take an active
role in the administration and ac6vttles of the CIQ.

~ s

TAR Merah 2012



The GiO has continued to spread awareness of MLD through the
'

distribution of explanatory leaflets to health professionals and famille.
The webslte has also been updated regularly to reflect Information
avaitable and events.

Summary of the main
actWltiee mdeiteken for the
public benefit In rehtlon to
these objects (Include vrmhln

this section the statutory
declaration thlt trusteee have
had regard to the guidance
Issued by Ae Charity
t'ommtsslon on public
benelt)

The following announcements were made on our webslte;

28 August 2029
We announced a Survey tp understand the MLD patisjnt and care-giver
experience. This research le extremely Important for qa to gather, so we
can ensure that regulatory bodies such as NICE and the NHS fully

understand the effects of MLG on patients and familtes, and that we do
our best to secure access to therapies arel support future access Io
Newborn Screening

$5 September 2020
ExcNng news l Funding from the Coronavtrus Community Support Fund,
distributed by The National Lottery Cornrnunlty Fund, means that MLD

Support Asscclation UK are able to offer Covld Care Packages to our UK
superhjeroes.

22 Jan 2021
We announced that hr people with MLD, the Brltlsh InheMd Melabolh
Disease Group (BIMOG), has stated that either of the COVID-19
vaccinations offered Is considered safe for all InheWted metabolic
disorders.

12 July 2021
Following long dlscusslone around ihe current woWdwlde statue of
Registries for MLD and because of the unforeseen delays In getting the
UK registry up and running, it has been decided to change our plans.
It Is extremely important to havI a Na5onal Database of ali kncwvn

families In order to keep them updated on developments, and to he able
to contact them. We have, thereibre, decided to crests the National MLD
Families Database which wIII be held by MLD Support Association VK,
sNOU adherl to GCP uldellnes, lt will be safe and secure

Additional &tails of obiecttvea ance' aetlvltles tOp8onal information)

TAR ~n 2052



You reay chcooe to include
further statements, where
relevant, about:

~ policy on grantmaklng;

~ polloy programme related
Investment:

~ contrlbullon made by
volunteers.

TAR March X@2



Summary of the main
achfevemsnts of the chartty
durtng the year

The QO has continued to spread awareness of NlLD through the
distribution of explaretory leaflets to health professionals and families.
The webslte has also been updated regularly to retteet information
evailake end events

The echtsvjsnmnts have included:

Providing up-~ate information on the Corenavlrus epidemic, including
advice on vacclnathns for'those with IIELD.

lntroductng a National Database which would show all sufferers of MLO
In the UK

The intreductfon of a comprehensive suNey for MLD pattents and care-
givers.

Continued updating of webslte.

Further details of aH these achjlevements can be found in Section C

March 2%2



Srtef atatNrmarrt of tha
chartty 5 pohcy oh reaarvaa

No reeervee imllcy is required.

Dete lie of any %nda rrratertalty
fn dellolt

'Further %rranclat rivtaw detalla (Optlorral Infcrrmatlon)

You may ehooae to include
additional informatkwr, where
refevarrt about.

e the charity'a prlrelpal
sources of funds (includ/ng

any fund+ising);

~ how expenditure has
supported the key objeellem
of the charity;

~ investment policy arel
oblectlves includfh9 any
ethical lnveatrnent policy
adopted.

The tmateea ArAere that they have approved the truataea' rapok abcma.
r

8loneci on behalf of the charity'a truataea

Signature(aj

Full rrarrra(s)

PoaNon (ag Sec,ratary, Chair,
etc)

Vlvienne Clark

Chair and Trustee

5 May 2022

march 2012



Ml.a Support Aeeoelatlon UK

Nis l'I

11d0542

Recei tsand a mentsaccoun CC16a
For the period

from K.07.2020 2l.07.2021

A1 Recel
Ddna ttans

HMRC Gilt ad

Unreatr lated
'funda

0.2ae

Reetrloted Endowment
funda funda

ta tha nsaraate te ttts neatest'

Total funda Last year

u ttts ttssrest r. u the nearest 2

ross ncome
AR)

A2 Aaaat artd lnvaattnant aalaa,
(aea tab4).

a,20l %,2aa

Tafil raeal rfe 1,068

A3 Pa anta
Attrtattiatratldn Expenses

Wsttslts Costs
MsAstlnp Es pen ass

0%de Expeneas

Travel Erpettsss

t,Era a20

Aoaaurasncr Feei

Revelry ol w rer

Event Mats

slue rofal
~,108

Al Aaaet and Intraatmant
urehaaaa aea table

Sub tofalt

TO(al pttyrlrenta

Nat of recefphaf(payrmmfaJ
AE Tranafae bahtsaan funda

AS Caah funda Iaat year end
Death funda Sufi year end



Ce trrg Orrrr S

B1 Ceeh funda

Dale u»

HSBC Current Account

II88C Oaaoalr Aooounl

Unreatrleted
fulttla

tn nenrant E

Reetfle, ted
funda

'Ia naalvIlE

Endowtnettt
I'unde

to neatest E

B2 Other monetary eeeete

Tete! ceeft /bitte
(tore»»»neoer wlN rtnelpn ~ parr»err»

~tonne( ~n

Details

dlrOIO

Vnteatrlotad
funda

to nenreat e

K t
Restricted

funda
to noaraat E

Endowment
funda

lo nealaat E

83 fnveetmettt eeeete
Details

l'one to which
~anat balan ~

Currant vaIw
o Lo

B4 Aeeete retained for the
che rlty'e own uee

Details
Fond lo vrhteh
asset bal

C ( 4„lj
C arrant value

lanai

15 Llebllitlee
Datsiia

aund to wtrlch
ilahll re1tee

Anrooni dua
lanai

When due
o u I

Signed by one or Nro buataea on
behalf Of ell IIIO lrualaea 8lgnalure Prlrrt Name

v &O'IMMI& ~M
Dote of

e ravel
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