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Trustees Annual Re ort

Constitution

Soft Bones UK Foundation is constituted by a conveyance document dated 16'" September 2018 and is
registered with the Charity Commission under Charity Number 1181117.

~Oanis iion

The charity is administered by an elected board of Trustees who normally meet a rninirnum of three
times a year. The names of serving trustees and the other charity particulars are listed above. New or
co-opted members are appointed, inducted and given details of their responsibilities by the Trustees and
very little continuous training is required.

Aims and Ob'ectives

The charity aims are to promote greater understanding of the causes, symptoms and treatment of
Hypophosphatasia (HPP); to raise public awareness of the symptoms, needs and related medical
conditions of those living with HPP and to assist people, their relatives and carers to get in contact with
each other and to exchange information and experiences.

Achievements A rii 2020 —March 2021

The coronavirus pandemic meant that this was a year unlike any other. We continued to secure funding
from tremendous funders but had to postpone various events. Assisted by Metabolic Support UK, we did
our utmost to respond to challenges in communication flow to a worried HPP community. The focus of
our work changed and we switched our efforts into the design and production of an HPP Information
Pack, which will be distributed to all children's hospitals in the UK. We continued to increase our social
media footprint to make information about HPP more accessible.

We have also been working alongside Metabolic Support U. K. and Dr Katie Moss on an adult HPP
leaflet.

We worked closely with Metabolic Support UK in an important survey about the Managed Access
Agreement and the return to clinics for healthcare assessments when shielding ends.

Collaboration

Virtual conferences and webinar events were arranged during the pandemic. Some of those represented
by Softbones UK included; Climb Hq (Facing Coronavirus Together); BBSQ&A session on the
Relaxation of Restrictions and the Metabolic Support UK virtual conference, which had a breakout
session for Hypophosphatasia. We continue to work alongside Softbones USA.



Thanks to Fund-Raisers

Fundraisers —Leon Ockenden-
April 2020 - E534.14

Engie Christmas 2019 Fundraiser
%741.50

A fantastic K1,000 donation
From Edale, Whiteley, Fareham

Fundraiser Simon Donhou completed the
Boxhill Sportive Cycle in September 2020

and raised a fantastic 6350

Donations and Grants



Alexandra Ockenden
Trustee of Soft Bones Foundation UK

Dated 2 I (iver(2- I

Trustees of Soft Bones UK Foundation
Year ended 31 March 2021

Treasurer's Re ort

In order to fulfil our duties under the Charities Act 1993, I have compiled financial spreadsheets for the
charity recording all expenditure and income, including petty cash payments, for this financial year ended
31 March 2021.

All these payments have been checked against receipts in the bank account and recorded as income or
expenditure to give a true and fair view under the Charities Act 1993.

Susan Hornan
Treasurer

Dated



Trustees of Soft Bones UK Foundation - Year ending 31"March 2021

Receipts and Payments Account

Receipts
~ Donations
Fundraising/events
Grant

2020
Unrestricted

to nearest

1708 1000

2021

Total Receipts 1708 1000

Payments 2020 2021

Sundries
Google Suite
Web site
Special Project - HPP
Information Pack (Layout 8r,

Design)

38
111

574

14
37

Total Payments

Cash and bank balance at
year end

723

6121

, 51

Asset purchases

Receipts
Expenditure

1708
723

1000
52


