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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.
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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
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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


