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Summary of Turner Syndrome Support Society
2019 – 2020 Annual Report
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.

Trustee Statement
As Trustees we know that this will be a very difﬁcult 12-18-month period. It will impact the Society in
several ways, both functionally and ﬁnancially. As a support society we have always prided ourselves on
supporting and helping each other, whether on the end of a phone or in person. This will continue, possibly
using different formats e.g. Zoom, email, webinars etc., but we will still be there as a Society. Our ethos will
not change and whether laughing or crying, we will survive this together.

2020 Covid-19 Update
Whilst this Annual Report covers the period Apr 2019 to 31st Mar 2020, the effects that Covid-19 would
have on the Society were beginning to be felt. With that in mind I thought we should explain a couple of
the decisions that have been made post the ofﬁcial period of this report.
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Whilst we had to continue to work towards holding the International Conference,
if there was any chance of it happening, the likelihood of cancellation became
ever more certain. Whilst we wanted to do this as early as possible, we had to
wait for the venue to cancel, as otherwise there was the potential of a
cancellation fee, which the Society would have been liable for of over £50k+,
as well as no refunds. As the venue cancelled, we were able to get all
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accommodation fees refunded to delegates which would not have happened if we
NAL CON
had cancelled. This has massively skewed the accounts, as since the enclosed accounts
were ﬁnalised, over £21,000 has been returned to delegates. Additionally, there is £10,000 in the accounts
which was a grant towards the conference, so this needs to be held in Restricted Funds, until a decision is
made on the way ahead in conjunction with the company who gave us the grant.

Furloughing Carlene
With the expected signiﬁcant decrease in income, we made the difﬁcult decision to furlough Carlene in
April. This left Arlene having to run the ofﬁce on her own during this difﬁcult time, which included handling
the cancellation of the International Conference and the refund of the delegate fees. With the introduction
of ﬂexible furlough, Carlene is working 1 day a week to help lighten the load. This is until the end of
October when Carlene will return to her normal hours, but as I am sure you can appreciate, this has put a
greater burden on Arlene during this time. Carlene, thank you for being so understanding of the decision
and a massive thank you to Arlene for shouldering the burden during this difﬁcult time.
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Turner Syndrome Support Society

2019-20 Annual Report
All activities and accounts cover the period 1st April 2019 to 31st March 2020.

Publications & Literature
New Turner Syndrome Guidelines were launched
as well as health checklists.

Open Day and Seminar Day
We held an Open Day in Shefﬁeld in June,
which coincided with our awareness week and
had our 2nd very successful, oversubscribed,
Seminar Day in Oxford in November led by
Arlene and Dr. Helen Turner and her team.

TSI 2020 & Meet the Expert
During the period of this report, the planning
and implementation of multiple aspects for
the International Conference in Stirling were
being carried out. Accommodation and
delegate booking facilities were launched and
needed management to ensure both aspects
were controlled. This involved an immense
amount of work for the Ofﬁce, whilst still
planning and organising the annual
conference as normal. Additionally, the Meet
the Experts Day was requiring a different kind
of expertise to ensure that it would also be a
success whilst naturally ﬂowing into the
International Conference.

Annual Conference
Another emotionally ﬁlled Annual Conference
was held in Chorley in October where the Masters
Award was given to Rachel Coysh having shown,
especially in the previous year, what amazing TS
spirt she had. Ambassadors Awards were given
to Miss Kacey Reid, Team Penny (Penny JonesParry, Mum Frances, brother Dominic and Friend
Charlie) and to an organisation Best Childcare,
which was accepted on their behalf by Emily
Raper.
Thank you to all our winners for all their efforts in
helping the Society and promotion of awareness
of TS, you are all worthy winners.

Medical Conferences
The Society continues to develop and foster
relations within the medical profession by
attending conferences in the UK (BES, BSPED)
and Europe (ESPE). We were invited to join the
Turner Syndrome ESPE Working Group.

Friendship Groups
These groups are important local area resources
and Ex-Chair Hayley Cleaver co-ordinates these
groups and they have made great advances
under her guidance. They now cover most of the
country.
Summary Annual Report 2019 - 2020 and Annual General Meeting Information
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Treasurer’s Report
The Charity Commission requires the Trustees to prepare ﬁnancial statements for each
ﬁnancial year which give a true and fair view of the situation 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.
The ﬁgures in this year’s accounts are for 12 months.
As at the 31st March 2020 the closing balance of £159,038.35 was made up of £51,495.10 in the
Reserves Account, £54,097.30 in the Restricted Grants Account, £3,163.43 in the Debit Card Account,
£50,253.17 in the Current Account, and £29.35 in the Cash Account.
During the accounting year the Society received £17,744.00 from benefactors, Novo Nordisk, Pﬁzer,
Ferring Pharmaceuticals Ltd and Ipsen.
At the year end, 31st March 2020, a stock take was completed, and the value of the stock was
£5,334.58.
The bank charges of £323.89 cover all the bank accounts the Society currently holds, Current
Account, Restricted Funds Account, Reserves Account and Debit Card Account.
The Processing credit fees of £3,346.00, were made up of the charges incurred from Just Giving, Pay
Pal, Charity Checkout and Virgin Money Giving and have been paid by the Society.
Conference and Open Days are self-funding, and no money is made on these events. If the cost for a
delegate to attend Conference increases, it is only due to the increase of costs incurred to the Society.
This year the Society’s income is showing a large increase. Firstly, there was a single anonymous
donation of £10,000.00 and then £31,680.68 was income received from delegates to attend the
International Conference and sponsorship money. However, due to COVID-19 and the sad and
devastating decision to cancel the International Conference the sum of £21,680.68 has had to be
refunded to all individuals, but this did not happen until after the ﬁnancial year end in April 2020.
Therefore, the true surplus for the year ending March 2020 is £19,099.78.
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 Oct 2020
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Turner Syndrome Support Society (UK)
Receipts and Payments Accounts • 1st April 2019 - 31st March 2020
Receipts

2019/2020 01/04/19-31/03/20

2018/2019 01/04/18-31/03/19

Memberships

£14,435.00

£14,268.50

Donations & Fundraising

£78,602.17

£63,033.31

Conference & Open Days

£29,201.65

£29,273.53

Benefactors/Restricted Funds

£17,744.00

£9,500.00

TS International Conference

£31,680.68

£0.00

£2,405.79

£3,071.04

£628.22

£1,852.35

£1,500.00

£263.00

£188.55

£123.94

£176,386.06

£121,385.67

Shop
Consult Fee/Expenses Received
Miscellaneous
Bank Interest Received
Sub Total
Opening Bank Balance

At 1st April
2019

Total

Payments

£108,257.89

At 1st

April 2018

£284,643.95

2019/2020 01/04/19-31/03/20

£102,553.26
£223,938.93

2018/2019 01/04/18-31/03/19

Rent & Rates

£13,873.96

£14,863.09

Heat, Light, Insurance

£3,934.94

£2,589.70

Printing, Stationery, Postage

£13,834.05

£8,596.85

Conference & Open Days

£29,482.48

£28,010.90

Wages, Salaries & Employers NIC

£41,424.06

£40,198.07

Telephone

£1,405.38

£1,318.40

Computer

£4,298.46

£4,404.92

£1,170.00

£1,689.36

£3,346.00

£2,122.89

£323.89

£282.98

£2,479.71

£1,784.70

£324.00

£91.97

TSSS Merchandise

£2,299.61

£3,436.15

General Expenses

£1,542.49

£1,189.93

Travel & Governance Expenses

£4,166.57

£5,101.93

£0.00

£0.00

£1.700.00

£0.00

£0.00

-£0.70

£125,605.60

£115,681.04

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

Training Courses
Projects
Bad Debts
Sub Total
Closing Bank Balance
Total
Surplus/Deﬁcit for the year
NOTES:
Eventbrite refunded May 2020
Adler invoice for pens in May

At 31st
March 2020

£159,038.35

At 31st
March 2019

£108,257.89

£284,643.95

£223,938.93

£50,780.46

£5,704.63

£21,680.68
£1,929.59
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TURNER SYNDROME SUPPORT SOCIETY
INDEPENDENT EXAMINER'S REPORT TO THE TRUSTEES OF
TURNER SYNDROME SUPPORT SOCIETY
PERIOD FROM 1 APRIL 2019 TO 31 MARCH 2020
I report on the accounts of the charity for the period from 1 April 2019 to 31 March 2020 which is
set out on the accompanying pages.
RESPECTIVE RESPONSIBILITIES OF TRUSTEES AND EXAMINER
The charity's trustees are responsible for the preparation of the accounts. The charity's trustees
consider that an audit is not required for this period under section 144(2) of the Charities Act 2011
(the 2011 Act) or under Regulation 10(1 )(a) to (c) of the Charities Accounts (Scotland) Regulations
2006 (the 2006 Regulations) and that an independent examination is needed.
It is my responsibility to:
• examine the accounts under section 145 of the Charities Act 2011 and under section 44(1 )(c)
of the Charities and Trustee Investment (Scotland) Act 2005 (the 2005 Act);
• to follow the procedures laid down in the general Directions given by the Charity Commission
under section 145(5)(b) of the 2011 Act; and
• to state whether particular matters have come to my attention.
BASIS OF INDEPENDENT EXAMINER'S REPORT
My examination was carried out in accordance with the general Directions given by the Charity
Commission and is in accordance with Regulation 11 of the Charities Accounts (Scotland)
Regulations 2006. An examination includes a review of the accounting records kept by the charity
and a comparison of the accounts presented with those records. It also includes consideration of
any unusual items or disclosures in the accounts, and seeking explanations from you as trustees
concerning any such matters. The procedures undertaken do not provide all the evidence that
would be required in an audit and consequently no opinion is given as to whether the accounts
present a 'true and fair view' and the report is limited to those matters set out in the statement
below.
INDEPENDENT EXAMINER'S STATEMENT
In the course of my examination, no matter has come to my attention:
(1) which gives me reasonable cause to believe that in any material respect the requirements:
• to keep accounting records in accordance with section 130 of the 2011 Act and section 44( 1
)(a) of the 2005 Act and Regulation 4 of the 2006 Accounts Regulations; and
• to prepare accounts which accord with the accounting records and comply with the
accounting requirements of the 2011 Act and section 44( 1 )(b) of the 2005 Act and
Regulation 8 of the 2006 Accounts Regulations.
have not been met; or
(2) to which, in my opinion, attention should be drawn in order to enable a proper understanding
of the accounts to be reached.
Nicola Jane Cadwallader FCCA

For and on Behalf of
David Cadwallader & Co Limited • Independent Examiner • Chartered Certiﬁed Accountants
Suite 3 Bignell Park Barns • Chesterton • Bicester • Oxon OX26 1TD
21 September 2020
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Annual General Meeting
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 2021 at the earliest.
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.
We will also publish a Summary of the Annual Report in the newsletter. Please follow this link to cast
your vote, https://www.surveymonkey.co.uk/r/WQKJN7Y it will take 1 minute to complete.
Any questions can be e-mailed to the TSSS ofﬁce in advance of the 30th November 2020.

Minutes of AGM 2019
TSSS Annual General Meeting • Saturday 12th October 2019
Park Hall Hotel, Chorley, Nr Preston, Lancashire PR7 5LP
Present:
Stephen Wall
Susie Wall
Arlene Smyth
Jackie O’Keeffe
Sam Cubitt
Kerry Bruerton
Jane Raper
Kylie Smyth
Ali Andrews
Matt Andrews
Charlotte Raper
Meg Cubitt
Ella Phillips-Ansell

Chairperson/Trustee
Chairperson/Trustee
Executive Ofﬁcer
Treasurer/Trustee
Secretary
Trustee
Fundraising Ofﬁcer/Committee Member
Committee Member
Committee Member
Committee Member
Committee Member/Young Adult Representative
Committee Member/Young Adult Representative
Committee Member/Young Adult Representative

Apologies:

Simon Holden, Vice Chairperson

(continued on page 8)
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Minutes of AGM 2019 (continued)
Welcome:
Stephen Wall welcomed everyone to the
AGM and thanked everyone for attending
the Society’s 20th Annual Conference.
The minutes from 2018 AGM were proposed
by Les Walker and seconded by Hayley
Cleaver and additional copies of the AGM
could be printed if requested. There were no
trustees or committee members up for reelection this year.
A copy of the Annual report was given out
which has also been put onto the Society’s
website for anyone to read. Again, if anyone
wanted extras copies it was available to be
printed. The report talks about the Open
Days and other events/activities the Society
has been doing during the last ﬁnancial year.
Arlene has attended a few other conferences
during the year and has been very busy
travelling from one end of the country to the
other and also travelling overseas to Europe.
A tremendous amount of work happens
behind the scenes with lots of miles covered
and continuous work at the ofﬁce including
preparation for the International Conference
in 2020. The register of interest and
accommodation details went out for the
International and the Society is beginning to
get feedback.
Every year Jackie spends hours putting
numbers into the computer and balances the
accounts. The proﬁt has gone down slightly
due to a slight increase in the expenses. It
was explained that all the money seen in the
bank accounts was not just available for use
of the Society’s running costs but some is
reserved and some restricted. The Society
receives money from benefactors who
restrict the money when donating and
sometimes specify what the money is to be
spent on, for example, producing fact sheets,
open days, International conference, our
annual Conference, heart cards, Aspects etc.
Money which is kept in the current account is
for the day to day running of the Society,
wages, stationery, light and heat, telephone,
repairs to the ofﬁce, etc.
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Stephen again would like to thank all the
volunteers, trustees and committee for all
their continued help, without them the
Society would not happen and also thanked
the members for continually fundraising and
donating and they should be applauded.
There will not be the normal Conference next
year at Park Hall due to the International
taking place but there are ideas of having a
party to celebrate the Society’s 21st birthday.
Stephen asked if anyone had any questions,
but there was none. He also said if anyone
would like more information on how the
Society is run or would like to volunteer then
to approach any of the trustees or
committee. There are 6 trustees who are the
main responsibility for running the Society
and are Stephen Wall, Susie Wall, Jackie
O’Keeffe, Sam Cubitt, Kerry Bruerton and
Simon Holden. To become a trustee you have
to have been a committee member for a
period of time ﬁrst.
Finally, the conﬁrmed date for the
International in Stirling is 16th – 20th July
2020 and a draft programme has already
been put together.
Stephen ofﬁcially closed the AGM and wished
everyone a great weekend.
Arlene thanked the trustees and committee
for all their continued support.

Agenda
Apologies
Minutes of 2019 AGM
Annual Report
Trustee Elections 2020
Any Other Business?

Turner Syndrome Support Society

Trustee Elections 2020
Trustees standing for re-election are: Kerry Bruerton, Simon Holden and Jackie O’Keeffe
Hi, I am Kerry Bruerton, I am a woman with Turner Syndrome, I was
diagnosed at about the age of 8 and in the late seventies early eighties
there was little or no information available for my parents or myself. I am a
Business Support Administrator with the local authority. I am proud of what
the society and members have achieved over the last 21 years. Supporting
anyone with a connection to Turners, whether it is a diagnosis, a parent,
grandparent, carer to teachers and employers.

Hi, my full name is Jacqueline O’Keeffe, but everyone calls me Jackie and
have been with my husband, Shaun, for 30 years. We became members of
the Society back in 2000 when our daughter, Shona, was diagnosed with
Turner Syndrome at 3 months old. Straight away we received amazing
support from Arlene and the Society who helped us through some very
difﬁcult times.
After a couple of years I wanted to give something back to the Society so
decided to become a committee member. After time I got more heavily
involved and later became a Trustee followed by taking the position of
Secretary. Our second daughter, Ciara, was born in 2005 and she immediately joined the TS
Family. After another couple of years the Society’s lovely Co-Chair, Susie Wall, due to health
reasons took the difﬁcult decision to resign as Treasurer and I was asked if I would take over the
position. I had a very hard act to follow but said ‘yes’. My family continue to get help and support
and we have made many life long friends through the Society. 20 years later I continue to juggle
my home, family and work life with that of the being Trustee and Treasurer of the Turner
Syndrome Support Society but wouldn’t want it to be any other way.
Hi, I am Simon Holden, I have been honoured to have been a trustee of
TSSS UK over the last several years and to have witnessed the incredible
growth of the Society and to see the amazing levels of support it offers to
its members. The TSSS family and team is a fantastic one & I am proud to
have contributed, in however small a way, to it over the years.
I am married, have three children and am a chartered surveyor working in
the construction industry. We live in Nottinghamshire. I am a southerner
living up north. My eldest daughter, Amy, was diagnosed with TS in 2001
and since then my wife & I, together with our family, have been involved
with the Society in several ways and have beneﬁtted from the support and guidance offered by
every one of its members and friends. I have been a committee member, I stepped in to edit the
ASPECTS newsletter for a while and was then invited to be a trustee – a position which I was
delighted to accept. I am currently Vice Chair of the Society.
Please take one minute to complete the survey and cast your vote. Your continued support is very
much appreciated https://www.surveymonkey.co.uk/r/WQKJN7Y
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.
Summary Annual Report 2019 - 2020 and Annual General Meeting Information
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