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Meeting Information
This summary has been created to give an overview of the Annual Report, whilst
signiﬁcantly reducing the cost of publication to the members. If you wish to read the Annual
Report in its entirety, it is available on our website https://tss.org.uk and the TSSS Members
Facebook Group or on request from the TSSS ofﬁce e-mail turner.syndrome@tss.org.uk.

TSSS Fundraising
Like many other charities we have
concerns about our future income in
this fragile economic and
unprecedented circumstance.
Our members continue to help us by
raising as much funds as they can.
We would like to thank each one of
them very much. From the children
who have given up their pocket
money to the incredible challenges
that many members have taken part
in. Every penny is making a real
difference to those who have TS and
the TSSS. Without the fundraising of
the members, we would not be here.

Covid 19 Pandemic
& Implications
As a society, one of our strengths is
the support we give one another.
Whilst some of this is virtually, a
signiﬁcant part of it was in person,
whether Local Group meet ups,
Open Days, Conferences etc. Due to
the nature of this pandemic, it meant
that as a society we had to change
rapidly on how we did things.
Everything had to go online, whether
a committee meeting, meet ups or
even an International Conference
meet up. It wasn’t without it’s
challenges and, the same as the rest
of the world, we learnt as went but
as always we adapted and overcame
the challenges whatever they were.
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Publications &
Literature

Factsheet 13

There were several new publications and
literature launched in this period
including the Blood Pressure Factsheet
and the Heart in TS. Both especially
important aspects of managing health
based on accurate information.

Turner
Syndrome
and
your
heart

Virtual Events
Once face to face meetings were not
viable we looked at options to continue
to support our members using social
media or through virtual events. With
this in mind, we applied for a grant from
Pﬁzer of £6000 which has helped us
prove these sessions, so our thanks to
them.

Factsheet 12

Turner
Syndrome and
Hypertension

This grant enabled us to host multiple
virtual events. These events covered a
wide range which were of help and
support to our members. Some were
medical orientated events such as “Blood
Pressure and Heart in TS” which helped
launch our new factsheets. There were
also online Christmas and Easter parties,
which were free to our members and
which included craft packs being posted
out. There are ongoing, regular sessions
which are targeted at the Teens to help
them through this time in a way that
sessions at the annual conferences did. Additionally utilising some
of the money from the grant, we have booked several sessions with
Moya Fletcher, who was a major attraction at our conference for
mindfulness sessions. These have been oversubscribed and have
proved to be extremely successful.

Turner Syndrome Support Society

2020-21 Annual Report
Open Days

Annual Conference

As with all other face to face meetings, Open days
in their normal format for this period had to be
cancelled.

As we were unable to have our 21st celebration face
to face we held an online virtual 21st birthday on
10th Oct 2020 with music and enjoyment, without
the usual need to get up early the following
morning after only a few hours’ sleep.

TSSS Awareness Week
As with everything else during this period it
moved totally online and thank you to all who
helped make this a success. A “I love TSSS
because” poster was made available for posting
online along with getting #proudtohaveTS
#ThisismewithTS #mydaughterhasTS
#mysisterhasTS #myfriendhasTS trending.

2.6 Challenge
When it became obvious that fundraising was going
to be severely curtailed the TSSS family stepped up
to the 2.6 Challenge. In all over £4000 was raised
by this challenge, so a very big thank you to all for
making this so successful

International Conference

Online Media

Planning for the International conference had been
ongoing even as the pandemic and its potential
implications, along with the ﬁrst UK lock down
happened. Whilst we were getting numerous calls
about cancelling, the ﬁnancial implications for the
individuals as well as the society were signiﬁcant if
we cancelled. Individuals would have likely lost any
payments made to the University, as well as
potentially a signiﬁcant penalty payment being held
against the society.

Online media is very often the ﬁrst port of call for
individuals wishing to learn more about TS and
related issues. It is therefore of paramount
importance that the information that appears on the
Society’s website is clear, impartial, and unbiased.
The website also provides a valuable means of
spreading the word that there is a support
organisation in the UK for those with TS. Many
families and individuals have joined the Society as a
direct result of visiting the website. The website is
continually updated on an on-going basis so that all
information is current and up to date. Due to the
nature of this past year, online media has become
even more critical in communications and are very
aware of our duty to ensure factually correct
information is available in the relevant spaces.
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University cancelled the
booking meant that all monies were
repaid to
the individuals and the society was not responsible
for any penalty payments. We thank everyone for
their patience at that time, as we were just as
nervous as everyone else about the potential loss of
money.
As we were unable to meet face to face, a virtual
International Celebration happened on the night we
should have been having the Gala dinner. It was
attended by people from across the globe, in their
PJs from Australia/New Zealand, to drinking in the
afternoon in the US and multiple countries in
between. Nearly 200 people logged in and although
manic at times with everyone still learning how to
interact in these meeting, it showed that even a
pandemic will not be stopping us getting together
to enjoy ourselves.
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International Turner Syndrome
Committee
Arlene as Chair of the committee has worked tirelessly
to ensure that this moves forward. This is updated on a
continual basis and Societies around the world are being
added on an on-going basis and now has 23 countries
connected.

Friendship Groups
It is important that area-based groups continue to
thrive as they play an important part supporting girls
and women with TS and their families within
different regions. We currently have Friendship
groups in Scotland, Central England, Wales, Northern
Ireland. Friendship packs have been created to assist
in the setting up and running of Friendship groups.

Medical Conferences
The Society continues to develop and foster
relations within the medical profession by
attending conferences, but during this period
they all moved online which came with positive,
reduction in travel for Arlene but also
signiﬁcant challenges, lack of face to face
networking and signiﬁcant learning curve for
Arlene, trying to create virtual stands for the
conferences. Several planned conferences were
cancelled/postponed due to the ongoing
pandemic but some continued online. The
British Endocrine Society Conference (BES),
the British Society for Paediatrics,
Endocrinologist and Diabetics Conference
(BSPED), Clinical Updates.

Treasurer’s Report
for the year ended 31st March 2021

The Charity Commission requires the Trustees to prepare ﬁnancial statements for each ﬁnancial year
which give a true and fair view of the state of affairs of the Turner Syndrome Support Society for
that period. In preparing those ﬁnancial statements, the Trustees are required to:
• Select suitable accounting policies and then apply them consistently.
• Make judgements and estimates that are reasonable and prudent.
• Prepare the ﬁnancial statements on the going concern basis.
To simplify membership administration there is a single joining date of the 1st June used every year.
Overall, the Treasurer and Trustees realise that there is no guarantee of future income and therefore need
to mindful of this when planning for the future. Additionally, whilst grants have never been a signiﬁcant
income stream for the society, due to the heavy administrative burden in producing them, we realise that
this is an income stream that we cannot ignore and will therefore put more emphasis on in the future. The
on-going aim is to continue to ensure that value for money is achieved within all areas of expenditure and
that the Society continues to seek to attract additional corporate benefactors, as well as increased
membership and fundraising income.There is no guarantee of future income and the effects of COVID-19 is
going to be huge, therefore we need to be mindful of this when planning for the future of the Society.
Additionally, whilst grants have never been a signiﬁcant income stream for the Society, due to the heavy
administrative burden in producing them, we realise that this is an income stream that we cannot ignore
and will therefore being put more emphasis on in the future. The on-going aim is to continue to ensure
that value for money is achieved within all areas of expenditure and that the Society continues to seek to
attract additional corporate benefactors, as well as increased membership and fundraising income.
Mrs J O’Keeffe

Treasurer • 10th Nov 2021
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Turner Syndrome Support Society

Turner Syndrome Support Society (UK)
Receipts and Payments Accounts • 1st April 2020 - 31st March 2021
Receipts

2020/2021

Memberships

01/04/20-31/03/21

2019/2020

£14,318.55

Donations & Fundraising

£63,548.68

Conference & Open Days
Benefactors/Restricted Funds

01/04/19-31/03/20

£14,435.00
£78,602.17
(J Donaldson £10,000)

£0.00

£29,201.65

£16,500.00

£17,744.00
£31,680.68

TS International Conference

£1,205.68

Shop

£1,316.20

£2,405.79

£0.00

£628.22

£8,519.45

£1,500.00

Consult Fee/Expenses Received
Miscellaneous

JRS

Bank Interest Received
Sub Total
Opening Bank Balance

At 1st April
2020

Total

Payments

(Novo £10,000)

£43.55

£188.55

£105,452.11

£176,386.06

£159,038.35

At 1st April
2019

£264,490.46

2020/2021

01/04/20-31/03/21

£108,257.89
£284,643.95

2019/2020

01/04/19-31/03/20

Rent & Rates

£13,849.13

£13,873.96

Heat, Light, Insurance

£3,980.16

£3,934.94

Printing, Stationery, Postage

£8,079.09

£13,834.05

Conference & Open Days

£21,920.36

£29,482.48

Wages, Salaries & Employers NIC

£42,227.68

£41,424.06

Telephone

£1,576.33

£1,405.38

Computer

£743.00

£4,298.46

£1,798,28

£1,170.00

£772.10

£3,346.00

£648.28

£323.89

£75.00

£2,479.71

£0.00

£324.00

TSSS Merchandise

£1,929.59

£2,299.61

General Expenses

£3,055.43

£1,542.49

£27.60

£4,166.57

Training Courses

£202.08

£0.00

Projects

£435.00

£1.700.00

£0.00

£0.00

£101,319.11

£125,605.60

Professional Fees
Processing Credit Fees
Bank Charges
Equipment Hire & Maintenance
Literature & Brochures

Travel & Governance Expenses

Bad Debts
Sub Total
Closing Bank Balance
Total
Surplus/Deﬁcit for the year

At 31st
March 2021

£163,171.35

At 31st
March 2020

£159,038.35

£264,490.46

£284,643.95

£4,133.00

£50,780.46

NOTES:
Eventbrite refunded May 2020
Adler invoice for pens in May

Summary Annual Report 2020 - 2021 and Annual General Meeting Information

£21,680.68
£1,929.59
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Annual General Meeting
10th December 2021
This year we are unable to host our AGM in person as we would do normally, having had to
cancel all face-to-face events until spring 2022 at the earliest. Hopefully next year we will
be together in person again.
The Trustees and Committee members discussed how we could host our AGM and ensure you were
updated and informed in as much detail as you would have been in person. We are offering a wide
range of options for our members and to meet our legal requirements.
Therefore, we are going to publish our Full Annual Report and Trustees standing for election on the
members Facebook page and on the TSSS website.
You will be able to read the report and details of the trustees who are standing for election. There will
be a link to a site which will give you the option to vote, on the trustee elections and your approval of
the annual report.
We will also publish an Executive Summary of the Annual Report and Financial Statement in the
newsletter with a link to vote https://www.surveymonkey.co.uk/r/TSSSUKAGMVOTING21
Any questions can be e-mailed to the TSSS ofﬁce in advance of the 10th of December 2021.
Minutes of AGM 2020, TSSS Annual General Meeting. No physical meeting took place instead the
annual report was circulated, and members were invited to submit questions by e-mail and vote to
approve the report, accounts and vote for the trustees Susan & Stephen Wall and Sam Cubitt via the
survey. We thank all members for their continued support during these difﬁcult of times.
If you have any questions or would like a copy of the annual report, please e-mail Arlene @
turner.syndrome@tss.org.uk or post to the TSSS ofﬁce.

TSSS Conferences through the years
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