i &
:;mg CHARITY COMMISSION
| | FOR ENGLAND AND WALES
Receipts and payments accounts CC16a
For the period , | Yo
Section A Receipts and payments
Unrestricted Endowment
Sunds Restricted funds funds Total funds Last year
to the nearest £ 10 the nearest £ 10 the nearest £ 10 the nearest £ 1o the nearest £
A1 Receipts
[Borabors 11,104 - - 11,104 -
]
-8 . - =
-0 - x = =
-0 - - - -
) = . =
-0 = = = =
-0 .
Sub total(Gross income for AR) ot ; ; T >
A2 Asset and iInvestment sales,
(see table).
-0 -0 -0 -
0 0 0 = -0
Sub total -0 -0 -0 = -0
Total receipts| 1,104 | | -0] | -o] | ) | BT
A3 Payments
Professona foes 500 | 500
Sundry 180 | 100 | -
-0 = = = -
" ] - = =
0
-0 =
-0 - -
-0 = = = =
-0 -
Sub total 1,080 : : 1880
A4 Asset and investment
purchases, (see table)
0 -0 -0
-0 -0 -0 =
Sub -0 -0 -0 - -0
Total payments| 1080 | | o] | -0 | 1000 | | -0
Net of receipts/{payments) 10,024 - - 10,024 =
A5 Transfers between funds -0 - . - -
A6 Cash funds last year end -0 - - - -
Cash funds this year 10,024 - = 10,024 =

Section B Statement of assets and liabilities at the end of the period

Unrestricted Restricted funds Endowment

Categories funds funds
© nearest £ o nearest £ 0 nearest £
B1 Cash funds [Fark account 10,024 : 3

CCXX R1 accounts (SS) 1 271072022



| (5~ CHARITY COMMISSION |
gm; FOR ENGLAND AND WALES |
T Receipts and payments accounts | cc16a
For the period | | To |
rom | | |
Section A Receipts and payments
Unrestricted Endowment
Sonds Restricted funds Sanls Total funds Last year
to the nearest € to the nearest £ 1o the nearest £ o the nearest £ to the nearest £
A1 Recelpts
Donatons 11,1048 = - 11,104
-0 = = =
-0 - - = -
-0 a - -
-0 . = = =
-0 = & = =
T ] .
-0 = = = =
- : ; for AR) 11,104 - - 11,104
A2 Asset and investment sales,
(see table).
0 -0 )
-0 -0 -0 = 0
Sub -0 -0 -0 - -0
Total receipts| 1,104 | | -0] | -0] | 11,108 || 0]
A3 Paymen
[P ohwssorml Teses 800 - = 500 | -
Sundry 150 - - 180 | =
-0 =
-0 = = -
0 = = = -
-0 -
-0 - - = -
-0 -
-0 . = = -
Sub 1,080 - = 1.080
A4 Assect and investment
purchases, (sce table)
-0 -0 ) .
-0 ) 0 =
Sub total -0 -0 -0 - -0
Total payments| 1,080 | | -0} | -o] | 1.000 | | -0}
Net of receipts/{payments) 10,024 - - 10,024 =
AS Transfers between funds -0 - - = =
AB Cash funds last year end -0 - = = =
Cash funds this year 10,024 - - 10,024 =

Section B Statement of assets and liabilities at the end of the period

Unrestricted Restricted funds Endowment

funds funds
fo nearest £ %o nearest £ o nearest £
B1 Cash funds [Bark account 10,024 .

CCXX R1 accounts (SS) 1 2710712022



Total cash funds 10,024 = =
(e tuabences melh receigts and LaymeNt
sccoust(n])
Unrestricted Restricted funds Endowment
funds funds
Details to nearest £ 10 rearest £ to nearest £
B2 Other monetary assets . -
| Fund to which asset . Current value
Details :ehm Cost {optional) {optional)
B3 Investment assets - =
Fund to which asset ) Current value
Details :ehm Cost {opional) (optonal)
B4 Assets retained for the " 5
charity’s own use = -
Fund to whach Amount due When due
Details Bability relates (optional) (optionad)
Signed by one of two trustees on behalfl -
of al the trustees Signature Prnt Name Date of approval
S 2vipn e | SHEEWA @Nﬂfﬁ z1.(p.22

CCXX R2 accounts (SS) 2 271072022




_ | FOR ENGLAND AND WALES
Trustees’ Annual Report for the period
From 01 dec20 Period start date To

Charity name: GLUT1 DEFICIENCY UK

Period end date 31 dec 21

Charity registration number: 1192599

‘mm |

.mdhwd‘m'"

T

| Glut1 Deficiency UK aims to support carers and patients

e e impacted by Glut1DS in the UK and Ireland. Increasing
| awareness of Glut1 Deficiency Syndrome (Glut1DS)
| Improved education for families and health professionals
in relation to Glut1DS. Advocacy for families and patients
| impacted by Glut1DS. Support and funding for Glut1DS
| research
Summary of the mam e "™ Providing Advocacy/advice/information
75 e The main activities Include raising swareness of the condition
benefit, in particular, the ;mpmnﬂ.mwmmwm
| actvitees, projects of | . and building networks and partnerships.
| services identified in the | 1
accounts. J ]
| Statement confirming | Pore 138 The trustees have had regard to the guidance issues by the
| whether the trustees have Commission on public benefit
had regard to the guidance

|

MWMM_MMMQW_IL_ e
SORP reference
| Parn 138

Polcy on grant making |




v} CHARITY COMMISSION
. FOR ENGLAND AND WALES
Trustees’ Annual Report for the period
From 01 dec20 Period start date To Period end date 31 dec 21
Charity name: GLUT1 DEFICIENCY UK

Charity registration number: 1192599

Obiectives and Activil
[ 'mr-— |

Summary of the purposes of  Fam 117 Gluu DeﬁaencyUKmmSuppoﬂcaretsmdpmm |
e o impacted by Glut1DS in the UK and Ireland. In

- awareness of Glut1 Deficiency Syndrome (Glut1DS)
Improved education for famiies and health professionals ‘
Inmmcmos Advocacy for families and patients

| impacted by Glut1DS. Support and funding for Glut1DS
research

e A pose | T | Providing Advocacyladvicefinformation

purposes for the public m“mmmmdumm .
SO ptecH O , ' and building networks and partnerships.

| services identified in the | |

| accounts.

| Statement confirming | P 1ma mmmmmbhmmwm
| whether the trustees have Commission on public benefit

| had regard 1o the guidance ‘

| msued by the Charity

Commuononptﬂc

Additional information (oplional)
You may choose to inciude further statements where relevant about:
SORP reference




Glp| Qe cowsssox

Trustees’ Annual Report for the period
From 01 dec20 Period start date To Period end date 31 dec 21
Charity name: GLUT1 DEFICIENCY UK

Charity registration number: 1192599

' | 50RP reteence |
Sumrmary of the puposes of "= 11 | Giut1 Deficiency UK aims fo Support carers and patients
e e impacted by Glut1DS in the UK and Ireland. Increasing

| awareness of Glut1 Deficiency Syndrome (Glut1DS)

| Improved education for families and health professionals
in relation to Ghut1DS. Advocacy for families and patients

| impacted by Glut1DS. Support and funding for Glut1DS

| research

Summary of the mam -"':';'""' Pmmmm

achvhell;ﬂ‘?ﬂbm The main activities mclude ratsing awareness of the condition
M’"'""-: m‘ u: - amongst professionals, caregivers via event attendance, accial media
; tacl o . | and building networks and partnerships.
| services identified in the 1
accounts. J _ . |
 Statement confiming | Pore 158 The trustees have had regard to the guidance issues by the .‘
| whether the trustees have Commission on public benefit 1
| had regard to the guidance ‘
| msued by the Chanty
| Commission on public
beneft
You may choose o include further statements where relevant about: - e

SORP efrernce

Pars 138

Policy on grant making i




G| cvam commsson

Trustees’ Annual Report for the period

From

Charity name: GLUT1 DEFICIENCY UK

Charity registration number: 1192599

01 dec20

Objectives and Activities

Period start date To

Period end date 31 dec 21

| Commission on public
| benefit

| SORP reference

Summary of the purposes of | Para 1.17 Glut1 Deficiency UK aims to su : i

ey Aot ol e ( s G(I;y :JD ims pport carers and patifants

governing document impacted by Glut1DS in the UK and Ireland. Increasing
awareness of Glut1 Deficiency Syndrome (Glut1DS)
lmproved education for families and health professionals
in relation to Glut1DS. Advocacy for families and patients
impacted by Glut1DS. Support and funding for Glut1DS
research

Summary of the main s 17end | Providing Advocacy/advice/information

activities in relation to those | < SN &5 .

purposes for the public The main activities include raising awareness of the condition

benefit, in particular, the amongst professionals, caregivers via event attendance, aocial media

ctivifios projects o and building networks and partnerships.

services identified in the

accounts.

Statement confirming Para 1.18 The trustees have had regard to the guidance issues by the

whether the frustees have Commission on public benefit

had regard to the guidance

issued by the Charity

Additional information (optional)
You may choose to include further statements where relevant about:

SORP reference
Para 1.38 1
Policy on grant making [
|
!
= o . _ Para 1.38 ‘
Policy on social investment including |
program related investment i
|
Para 1.38 |

| Contribution made by volunteers o

| |
Other
|
| |
L I

Achievements and Performance

SORP reference

f
\




Summary of the main
achievements of the charity, | 72® 20
identifying the difference the
charity’s work has made to
the circumstances of its
beneficiaries and any wider
benefits to society as a
whole.

We are steadily building our networks and partnerships with UKRET

{ Rare Epilepsies Together ), Neurological Alliance, Rare Disease UK,
Genetic Alliance, Gene People, Eurodis, and Beacon while raising
awareness of Glut1DS throughout the wider community and medical
field

We have also been building on our connections with the Cross
Party parliamentary Group members across the UK by highlighting
our specific needs as a Rare Disease, through the UK Rare
Diseases Framework and its commitment from all four health
ministers across the UK to improve the lives of people affected by
rare diseases; we hope to raise the profile of Glut1 Deficiency and
| the needs of our community.

We virtually presented at the 3rd European Glut1DS Conference
2021 highlighting Glut1 Deficiency UK as a newly formed charity
representing the UK and Ireland.

Ve also virtually presented at The BPNA Annual Conference,
January 2022, which proved a great opportunity to raise
awareness of Glut1 Deficiency Syndrome and to work with the
BPNA to support early diagnosis and understanding of children
with neurological conditions and how to better support their
families.

| We virtually attended: The Glut1 Deficiency Foundation Inaugural

| Scientific meeting & family conference 2021.

| Rare Summit 2021.

| Global Keto 2021.

The International Rare Disease Showcase.

We joined with our Global Glut1 Organisations and community by

sharing and connecting through zoom meetings and social media

platforms and worked together on organising the first International
Glut1 Awareness Day 10th July 2021 which was a huge success.

| We raised awareness of Glut1DS throughout our Social Media

Platforms for Rare Disease Day, International Epilepsy Day, Brain

Awareness Week, Purple Day, National Epilepsy Week, World

| Brain Day, World Mental Health Day and

National Epilepsy Week through our project’s including Find

Someone With Glut1 targeting the undiagnosed and
misdiagnosed patients with Glut1DS.

Additional information (optional)

You may choose to include further statements where relevant about:

Achievements against objectives set | Para1.41
Performance of fundraising activities

against objectives set Para 1.41
Investment performance against Para 1.41
objectives

Other




Financial Review

about the charity continuing as a
going concem

Review of the charity’s financial Para 1.21 Income surplus of £10,024

position at the end of the period

Statement explaining the policy for | Pera12 Reserves are intended to be held at an appropriate
holding reserves stating why they level to cover operational expenditure and

are held commitments.

Amount of reserves held Para 1.22 £10,024

Reasons for holding zero reserves | Para1.22 N/a

Details of fund materially in deficit Para 1.24 N/a

Explanation of any uncertainties Para 1.23 N/a

Additional information {optional)

You may choose to include further statements where relevant about:

The charity’s principal

social investment policy
adopted

sources of funds (including | P2 147
any fundraising)

Investment policy and

objectives including any Para 1.46

risks facing the charity

A description of the principal | para 1.46

Other




Structure, Governance and Management

constitutional provisions e.g.
election to post or name of
any person or body entitled
to appoint one or more
trustees

Description of charity’s

trusts:

Type of governing document | Para 125 Trust deed

;l:nviti;}tr;gharﬁv Fam12 CIO - Association Registered 01
T Dec 2020

Trustee selection methods Para 1.25 | Minimumn of 3 trustees appointed on a

including details of any rotational basis

Additional information (optional)

Policies and procedures
adopted for the induction and
training of trustees

You may choose to include further statements where relevant about:

!

Para 1.51

The charity's organisational
structure and any wider
network with which the
charity works

Para 1.51

Relationship with any related
parties

Para 1.51

| Other

Reference and Administrative details

Earity name

GLUT1 DEFICIENCY UK

Other name the charity uses

ae

Registered charity number

1192599

Charity’s principal address

2 East Grimsby, Arbroath, DD11 1PA




Corporate trustees — names of the directors at the date there

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)

Trudy Jane Morgan

27 Nov 2020 — current

Stefanie Plomer

27 Nov 2020 — current

Sheena Cunniffe

27 Nov 2020 — current

Helen Wilde

27 Nov 2020 — current

port was approved

IDilednrname

{

Name of trustees holding title to property belonging to the charity

Trustee name

; Dates acted if not for whole year




Funds held as custodian trustees on behalf of others

Description of the assets
held in this capacity

| Name and objects of the
charity on whose behalf the
assets are held and how this
falls within the custodian
charity’s objects

Details of arrangements for
safe custody and segregation
of such assets from the
charity's own assets

Additional information (optional)
Names and addresses of advisers (Optional information)

Type of
adviser

Name Address

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

Exemptions from disclosure

Reason for non-disclosure of key personnel details

Other optional information




Declarations

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

Signamm(s)a 5?’4%& i ;

s SUGENE | CUNIN 1 e

Position (eg Secretary, i |

Chair, etc) _,W S vre -~ ;

Bl 99 . 060.22. |




Declarations

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

s _SFCez7imllE |

Fulnames)| Atz /A =

Position (eg Secretary,

Chair, etc) MS e

el 2740 22




Declarations

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

snenrs)| S Cezrmle

Full name(s)| < M=F= 0/ A ‘ CUNN | P

Position (eg Secretary,

Chair,etc)| 7 AL S VIE”

Datey 2. /0 .22




Declarations
The trustees declare that they have approved the trustees’ report above.
Signed on behalf of the charity's trustees

signaturets)| S (e crrr il |

Fullnamets) S M 20/ A NN 1P

Position (eg

Chair,etc) T AL S VINET

o 27:-/0-22




