CHARITY COMMISSION
FOR ENGLAND AND WALES

Trustees’ Annual Report for the period

From 15t April 2022
Period end date

Period start date To

31st March 2023

Charity name: Hope for Hypothalamic Hamartomas UK

Charity registration number: 1164565

Objectives and Activities

SORP reference
Summary of the purposes Para 1.17 Relief of persons suffering from
of the charity as set out in hypothalamic hamartoma (“HH”)by
its governing document increasing awareness, promoting
research and the provision of
information
Summary of the main Para 1.17 and (i) Outreach to
activities in relation to those 119 patients/caregivers;
purposes for the public (ii) Presenting to medical
benefit, in particular, the professionals;
activities, projects or (iii)  Organising and fundraising
services identified in the for an international
accounts. symposium on HH
Statement confirming Para 1.18 Yes. We have read it, and had proper
whether the trustees have regard.
had regard to the guidance
issued by the Charity
Commission on public
benefit

Additional information (optional)

You may choose to include further statements where relevant about:

SORP reference

. . Para 1.38
Policy on grant making

We intend to assist our sister
organisation (Hope for HH) based in the
US in raising money for specific
research projects for the benefit of the
HH community. No grant will be
approved without agreement from the
Board of Directors of the US charity and
the trustees of the UK charity.

. Lo Para 1.38
Policy on social investment

including program related
investment

Para 1.38




Contribution made by
volunteers

Income from trustees = £1,000 per
annum

Other

Achievements and Performance

achievements of the charity,
identifying the difference the
charity’'s work has made to
the circumstances of its
beneficiaries and any wider
benefits to society as a
whole.

SORP reference
2018-22 we represented patients on a
National Policy Group for NHS funding
of Laser Ablation for HH, collating a
Summary of the main i 5e wide base of evidence and co-authoring

a detailed submission which resulted in
the NHS approving and funding laser
ablation of not just HH but of other focal
epilepsies.

2018 to date we continue to work with
EpiCARE as patient representatives on
behalf of HH patients and also other
epilepsy sufferers. We have created
EpiCARE endorsed resources on
hypothalamic hamartomas for patients,
caregivers and healthcare
professionals.

Additional information (optional)

You may choose to include further statements where relevant about:

Achievements against Para 1.41
objectives set

Performance of fundraising

activities against objectives | Para 141
set

Investment performance Para 1.41

against objectives

Other




Financial Review

uncertainties about the
charity continuing as a going
concern

Review of the charity’s Para 1.21 Good. In credit and moving forward will
financial position at the end continue to fundraise for specific

of the period projects.

Statement explaining the Para 1.22 Our policy is not to hold reserves other
policy for holding reserves than to cover running costs, rather to
stating why they are held fundraise for specific projects.

Amount of reserves held Para 1.22 £144,760

Reasons for holding zero Para 1.22 n/a

reserves

Details of fund materially in | Para1.24 None

deficit

Explanation of any Para 1.23 None

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

The charity’s principal
sources of funds (including
any fundraising)

Para 1.47

Donations and charitable events e.g.
sponsored events

Investment policy and
objectives including any
social investment policy
adopted

Para 1.46

A description of the principal
risks facing the charity

Para 1.46

Other




Structure, Governance and Management

Description of charity’s
trusts:

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

Type of governing document | Para 1.25 Trust deed

How is the charity Para 1.25 Trust

constituted?

Trustée selection methods Para 1.25 Appointment will be by unanimous

agreement of the current trustees.

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

Policies and procedures
adopted for the induction
and training of trustees

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

Charity name

Hope for Hypothalamic Hamartomas UK

Other name the charity uses

Registered charity number 1164565

Charity’s principal address 1 Leverett Grove
Back Lane
Tibberton

TF10 8PX




Names of the charity trustees who manage the charity
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Dates acted if not for whole

Name of person (or body) entitled

Trustes pams Offite {ILany) year to appoint trustee (if any)
Carrie Fulcher Chair

Emma Nott Vice-Chair

Clive Nott From 3" October 2022

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

Director name

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 n/a
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 Name Address
adviser

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

Signature(s)

Full name(s)

Position (eg Secretary,
Chair, etc)

Date
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CHARITY COMMISSION
FOR ENGLAND AND WALES

Hope for Hypothalamic Hamartomas

Receipts and payments accounts

For the period
from

1st April 2022

To

31st March 2023

CC16a

Section A Receipts and payments

Unrestricted Restricted Endowment Total funds Cadtivess
funds funds funds "
todhn gearest to the nearest £ to the nearest £ to the nearest £ to the nearest £
A1 Receipts
Donations 137,769 - - 137,769 10
[ ‘ - - - - -
Sub total (Gross income for
137,769 - - 137,769 10
AR)
A2 Asset and investment sales,
(see table).
Sub total - - = F ’
Total receipts | 137,769 | | -1 -11 137,760 | | 10]
A3 Payments
Insurance - - - - 134
Sundry - - - - 122
Donation to Hope for HH USA 10,000 - - 10,000 5,000
Travel and subsistence 693 - - 693 250
Bank charges - - - - 25
Membership subscriptions 65 - - 65 22
T Shirts 279 - - 279 -
Sub total 11,037 - - 11,037 5,553
A4 Asset and investment
purchases, (see table)
Sub total - - - - -
Total payments | 11,037 | -1 1 -1 1 11,037 | | 5,553 |
Net of receipts/(payments) 126,732 - - 126,732] | - 5,543
A5 Transfers between funds - - - - o
A6 Cash funds last year end - - - - -
Cash funds this year end 126,732 - - 126,732 | | - 5,543
CCXX R1 accounts (SS) 1 16/11/2023



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

Endowment
funds funds funds

Unrestricted

to nearest £ to nearest £

144,760 - -

to nearest £

Bank accounts

B1 Cash funds

Total cash funds

(agree balances with receipts and payments
account(s))

144,760 - -

Unrestricted Restricted
funds funds

Endowment
funds

Details to nearest £ to nearest £ to nearest £
B2 Other monetary assets - - =
) Fund to which Cost (optional) Current value
Details asset belongs P (optional)
B3 Investment assets - -
) Fund to which Cost (optional) Current value
Details asset belongs P (optional)
B4 Assets retained for the = -
charity’s own use - "
) Fund to which Amount due When due
Details liability relates (optional) (optional)
B5 Liabilities -
Signed by one or two trustees on . . Date of
behalf of all the trustees . Slgnatur/e‘ Frtit Hams approval
” > =
A 4 llr— [c.a.Do<= a\te\ren
CCXX R2 accounts (SS) 2 16/11/2023




Section B Disclosure

Only complete if the examiner needs to highlight matters of concern (see CC32,
Independent examination of charity accounts: directions and guidance for
examiners).

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

IER 2 October 2018



Section A

Report to the trustees/
members of

On accounts for the year
ended

Set out on pages

Responsibilities and
basis of report

Independent
examiner's statement

Signed:

Name:

Relevant professional
qualification(s) or body
(if any):

Address:

IER

@ CHARITY COMMISSION
FOR ENGLAND AND WALES

Independent examiner's
report on the accounts

Independent Examiner’s Report

Hope for Hypothalamic Hamartomas UK

31t March 2023 Charity no | 1164565

(if any)

1,2

| report to the trustees on my examination of the accounts of the above
charity (“the Trust”) for the year ended 31 March 2023

As the charity trustees of the Trust, you are responsible for the preparation
of the accounts in accordance with the requirements of the Charities Act
2011 (“the Act”).

| 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, |
have followed the applicable Directions given by the Charity Commission
under section 145(5)(b) of the Act.

| have completed my examination. | confirm that no material matters have
come to my attention (etherthan-that-disclesed-belew=) in connection with
the examination which gives me cause to believe that in, any material
respect:
e accounting records were not kept in accordance with section 130 of
the Act or
e the accounts do not accord with the accounting records

| 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.

Date: | o1 \2[23

a2 epaf

C. Roper BA , FCA.

Fellow of The Institute of Chartered Accountants in England and Wales

Notts Ltd

Plaza 668, Hitchin Road, Luton , Beds., LU2 7XH

1 October 2018




CHARITY COMMISSION
FOR ENGLAND AND WALES

Hope for Hypothalamic Hamartomas

Receipts and payments accounts

For the period
from

1st April 2022

To

31st March 2023

CC16a

Section A Receipts and payments

Unrestricted Restricted Endowment Total funds Cadtivess
funds funds funds "
todhn gearest to the nearest £ to the nearest £ to the nearest £ to the nearest £
A1 Receipts
Donations 137,769 - - 137,769 10
[ ‘ - - - - -
Sub total (Gross income for
137,769 - - 137,769 10
AR)
A2 Asset and investment sales,
(see table).
Sub total - - = F ’
Total receipts | 137,769 | | -1 -11 137,760 | | 10]
A3 Payments
Insurance - - - - 134
Sundry - - - - 122
Donation to Hope for HH USA 10,000 - - 10,000 5,000
Travel and subsistence 693 - - 693 250
Bank charges - - - - 25
Membership subscriptions 65 - - 65 22
T Shirts 279 - - 279 -
Sub total 11,037 - - 11,037 5,553
A4 Asset and investment
purchases, (see table)
Sub total - - - - -
Total payments | 11,037 | -1 1 -1 1 11,037 | | 5,553 |
Net of receipts/(payments) 126,732 - - 126,732] | - 5,543
A5 Transfers between funds - - - - o
A6 Cash funds last year end - - - - -
Cash funds this year end 126,732 - - 126,732 | | - 5,543
CCXX R1 accounts (SS) 1 16/11/2023



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

Endowment
funds funds funds

Unrestricted

to nearest £ to nearest £

144,760 - -

to nearest £

Bank accounts

B1 Cash funds

Total cash funds

(agree balances with receipts and payments
account(s))

144,760 - -

Unrestricted Restricted
funds funds

Endowment
funds

Details to nearest £ to nearest £ to nearest £
B2 Other monetary assets - - =
) Fund to which Cost (optional) Current value
Details asset belongs P (optional)
B3 Investment assets - -
) Fund to which Cost (optional) Current value
Details asset belongs P (optional)
B4 Assets retained for the = -
charity’s own use - "
) Fund to which Amount due When due
Details liability relates (optional) (optional)
B5 Liabilities -
Signed by one or two trustees on . . Date of
behalf of all the trustees . Slgnatur/e‘ Frtit Hams approval
” > =
A 4 llr— [c.a.Do<= a\te\ren
CCXX R2 accounts (SS) 2 16/11/2023
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Only complete if the examiner needs to highlight matters of concern (see CC32,
Independent examination of charity accounts: directions and guidance for
examiners).

Give here brief details of
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IER 2 October 2018
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