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Trustees' Annual Report for the period

01 dec20 Period start dain To Period end date St dec 21

Charity name: GLUT1 DEFICIENCY UK

Charity registration number. 1192599

Objectives and Activities

Summary of the purposes of
the charily as set out in its
governing documem

SORP alereeee

Glut1 Deficiency UK aims to support carers and patients
impacted by Glut1DS in the UK and Ireland. Increasing
awareness of Ghrtt Deficiency Syndrome (Glott DS)
Improved education for families and health professionals
in relation to Gtut1DS. Advocacy for families and patients
impacted by Glut1DS. Support and funding for Glut1 DS
rose amh

Summary of the main
acfivTiies in relation to those
purposes for the public
benelit, in pargcuhr, ttw
8cbvibes, protects cr
services idenliTied in the
8ccoulils.

Statement conlirming
whegier th8 tnlstees hsv8
had regard to the guidance
issued by the Charity
Commi8sion on public
benefit

Bee 1 irene
1.13

Pere 1 13

Pmviding Advocacy/advicefinformation
The main activities include raising ~of the condition
amongst pmfessionals, aregivms via event ttsndamm social media
and building networks and parinemhips.

The tnmtaes have had regent to the guidance issues by the
Commission on public benefit

Addi5nnat information (optionatt
You may choose to indude further sbitsments where relevant shout:

Policy on grant making

Policy on social sweslment induding
program related invesbnent

Pen 1.33

Coreribubon made by volunteers
Pea 1.33

Achievements and Perfonnance

SORP rerereeee



Summary of the main
achievements of the cherfiy,
identifying the dilfeience the
charily's work has made to
the clrcufnskinces of Ils
beneiiciaries and any wider
benegs to sociely ss a
whole.

Peu Iso

We are steadily building ow networks and perlnerships wgu UKRET

( Rare Epilepsies Tcgefiwr ), Neumlogicel Alliance, Rare Disease UK,
Gsnekc Alliance, Gene People, Eurodis, and Beacon while raising
awamness of Gkdt DS anoughout the wkler oommun'Iy end medical
field
IAb have also been building on our connecbons with the Cross
Party parliamerdary Group members across the UK by highlighfing

our spedfic needs as a Rara Disease, through the UK Rare
Diseases Framework and its commitment from afi four health

ministers across the UK to improve fiw lives of people afl'ected by

rare diseases; we hope to raise the proSs of Glut1 Defidsncy and

the needs of our community.

Wb virtually presented at the 3rd Eumpean Gluti DS Conference

2021 highlighling Gluti Deliciency UK as a newly formed charity

reprsserding ths UK and lmland.

We also virtually resented at The BPNA Annual Conference,
January 2022, which proved a great opportunity to raise
awareness of Gluti Defirvency Syndrome and tc work with the

BPNA to support early diagnosis and understanding of children

with neurological condrTions and how to better support their

families.

We virtually atkmded: The Glut1 Deficiency Foundation inaugural

Scientific meefing fi family conference 2021.
Rare Summit 2021.
Global Keto 2021.
The Intemafional Rare Disease Showcase.
We joined with our Global Gluti Organisafions and community by

sharing and ccnnecfing through coom meehngs and social media

Ifisfiorms and worked together on organising the fimt Internafional

Gluti Awareness Day 10th July 2021 which wss a huge success.

We raised awamness of Glut1DS throughout our Social Media

Platforms for Rare Disease Day, International Epilepsy Day, Brain

Awareness Week, Purple Day, National Epilepsy Wack, Wbrld

Brain Day, Wbrld Merdal HeaNh Day and
Nafional Epilepsy Week through our projecfs InpJuding Find

Someone Wrth Gluti targebng the undiagnosed and

misdiagnosed pafienia with Gluti DS.

Addibonal information (optional)
You may choose Io indude further slatemenls where relevant about

Achievements againstobjedives set Pea 1.41

Perhrmance of fundraising acbvilies
against objecbves set Peu 1.41

Invesbnent performance against
objectives

Plus 1.41



Financial Review

Review of the charity's financial

posiTion at the end of the period

Pea 1 21 Income surplus of f10,024

gtatement explairing the policy for
hoklkfil reserves slafing why they
are held

Reserves are intended to be held at an appropriate
level to cover operabonal expenditure and
commitments.

Amount of reserves held

Reasons fw holdire zem reserves

Palll 1.22

Para 122

010,024

Nla

Details of fund materially in deficit Para 1.24

Explanafion of any uncertainfies
about the charily cordinukrg as a
going concern

Para 1 22 N/a

Addigonal information (optionag
You may choose to inrdude further statemenls where relevant about:

The chadly's principal
sources of funds (including
any fundreising)

Para 1.47

Investment policy and
objectives inrduding any
social invesbnent policy
adopted

A~of the principal
risks facing tha ctwdty



Structure, Governance and Management

Descripfion of charky's
trusts:

Type of governing document
(trust deco, royal charter, '

How is the charity
constkuted?
to g u t'ocorporated
a soriati o Ct

Trustee seledion methods
including details of any
consbtulional provisions e.g.
elecfion to post or name of
any person or body ensued
to appoktt one or more
tmstees

Pse tao

Pse tae

Trust deed

CIO -Association Registered 01
Dec2020

INIANhUAl of 3IAistses eppoIAted oh 8
rotagonal basis

AddiTional information (optionait
You lllay choose to Nickala furthe skltsilwhls where lelevsAt shook

Policies and procedwes
adopted for the induckon and
tlalhlAg Of tlUsteeS

?he charily's organisafional
sliuture and any wider
network with which the
chadty works

Pere l.sl

Rebttionship with any related Pe

parties

Other

Reference and Administrative details

Other name the charity uses

Registered charily number

Chwity's principal addnws

GLUT1 DERCIENCY UK

1192599

2 East Grilhsby, Arbroath, DD11 1PA



Names of the charity trustees who manage the charity

ONce gf aay)
Heels of palace lot body i eemte d
to aepohd eaetee leered

1 Trudy Jane Morgan

2 Stefanie Phmer

3 Sheena Cunnige

4 Helen Wilds

27 Nov 2020- current

27 Nov 2020- current

27 Nov 2020- current

27 Nov 2020- cunent

10

12

13

14

15

17

18

tg

Corporate trustees —names of the directors at the date the report was approved

Name of trustees holding tide to pmperty belonging to the charily

Oalee acted if act for whale year



Funds held as custodian trustees on behalf of othem
Descripgon of the assets
hekl ill this capacity

Name and objects of the
charity on whose behalf the
assets are held and hcw this
falls wurin gw custodian
charity's cbjeds

Details cf anangemenls for
safe custody and segregagon
of such assets fmm the
charity's own assets

Additional information (opttonatj

Names and addresses of advisms (Optional information)

type of Name
adviser

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

Exemptions frvtm disclosure

Reason for non-disdoswe of key personnel details

Other optional information



The tnmtses declare that they have appmved the tnmlees' refmrt above.

Signed on behag of lhe charily's trustees

Signature(s)

Full name(s) Wnfnr f r=

Position feg Secretary,
Chair, etc) ~re k ~~



Dec)a rtftions

Signed on behag ol the chart()i's trustees

Stgnature(s)

Full name(s)

Position (eg Secmhr
Chair, etc)



Declarations

Signed on behalf of the chargy's trustum

Signatum(s)

Full name(s)

Position (sg Secmtary,
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