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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
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We require all Trustees to undertake a DBS check, and tc take an active
role in the administration and ac6vttles of the CIQ.
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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)
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You reay chcooe to include
further statements, where
relevant, about:

~ policy on grantmaklng;

~ polloy programme related
Investment:

~ contrlbullon made by
volunteers.
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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
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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
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