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The Trustees, who are also directors of the chanty for the purposes of tbe Companies Act 2006, present their
report with the financial statements of the chari ty for the year ended 31 December 2015. The Trustees have
adopted the provisions of Accountiug and Reporting by Charities: Statemeut of Recommended Ptactice
applicable to charities preparing their accounts in accordance with the Financial Reporting Standard for
Smaller Enflties (the FRSSE) (effective I Janmay 2015).

OBJECTIVES AND ACTIVITKS
Objectives and aims
Thc Trustees conflrm that they have complied with their duty, under the Charities Act 2011, to have regard
to the Charity Commission's published public benefit guidelines in determining the activities undertaken by
tbe Association.

The Association has three main objectives:

to support individuals affected by TSC, together with their famiTies or carers;
to encourage and support research into the causes and management of TSC; and
to provide education, publicity and i''ormation to promote awareness of the problems caused by
the condition.

Tlus was the fust year of our new five-year strategy which is directed to meet the hopes and aspiraflons of
people with or directly afferted by TSC. All key decisions are made by the Trustee Board (or, within
appropriate delegated authorities, its Committees),

The Association maintains serviced offlces as shown on page seven, but most of its employees work from
home.

The benefits of our activities are briefly summansed below and relate directly to our objectives.

Support
Our commitment is to ofter support to everyone affected by TSC based on individual needs and preferences.
We sim to address diversity, mcluding geographical and cultural diversity of need. Key to our success is
making the support we offer as flexible as possible, enabling individuals, families and carers to access the
support and information they need in the way that suits them best.

As well as providing on-going support for families previously registered with us in relation to healthcare,
social care, education and welfare, we provided direct support to more than 200 families for the first time, In
2015 oui TSA Advisers were present at 78 meetings representing the TSA. Throughout 2015, 400 members
attended some of the 27 regional group meetings across the country. We awarded Z3, 599 to families as part
of TSA Support Fund grants, We also awarded 61,200 as part of the Janet Medcalf Award Trust.

In 2015 more than 40 delegates attended our Outlook weekend, an event for members who are mildly
affected by TSC. The event allovrs them to share their experiences, build 01cndships and have fun in s
supportive environoient.
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OBJECTIVKS AND ACTIVITIES
Support (continued)
As part of our pledge to keep our community informed of the latest develi, pments, we produced and

published three editions of our SCAN magazine. We have increased our social media presence and

introduced s. regular e-newsletter. We also moved into video production and relaunched our website, which

is now mobile f'riendly better enabling users to access our information and support,

We have continued to develop our volunteering programme. In 2015 photography and social media

volunteers brought our international research conference to life for those unable to attend by sharing video

interviews and live updates. TSA volunteers spoke at national awareness days, and accompanied staff to

events at Houses of Parliament, Scottish Parliament and Welsh Assembly, Office volunteers supported the

Christmas Card appeal, posting to all of our supporters and saving us over 61,000.

Influencing Policy
We respouded to all relevant consultations in order to ensure that we consistently promote the interests of the

TSC community in policy development, lughlighting our issues and presenting potential solutions, We have

contributed to a range of external and collaborative imtlafives that have kept TSC at tlie heart of the rare

diseases I healthcare debate.

TSC now has an effective treatment„ international guidelines and a vibrant research community. Thanks to

our campaign. , Fight4Treatment, patients in England with critical or urgent need can now get funding for
treatment with drugs that are not routinely funded by the NHS, This policy, published m June 2015, covers

any patient, regardless of what disease or disorder they have. In July 2015 NHS England (NHSE) committed

to developing policies for the routine funding of Everolimus for TSC-associated brain and kidney tumours

within their financial year.

Information Sr awareness
We' ve been delighted by the launch of the TSC clinic and the implementation of an agreement on access to

medicine for TSC in Wales. We have formed successful tdiiances with other chanties and worked with them

on a range of activities and initiatives with the common ahn to raise the profile and importance of rare

disease with parliamentsrians and policy inakers.

Raising awareness of the organisation and our services has been key to reaching new fsinilies (during 2015
this ecpiated to around 17 new families each month accessing our services), The more professionals, opinion

leaders, politicians, policy makers and the media know about TSC, the more lil&ely we are to be successful in

our bid to bring about positive change. The more visible we are to those outside the TSC community, the

greater our power to build a diverse and sustainable income base and successful partnerships.

We have continued to promote our successful, CPD-accredited learning tuodule on the diagnosis and

management of TSC (developed in association with BMJ-online) which has now been coinpleted by 1,500

professionals. We supported the development of a. TSC-specific Red Book (Infant Health Record) snd

during 2015 have distnbuted this to families with newly diagnosed babies and infants. We have supported

the clinical comnmnity in the development of a UK service specification for futtue publication.
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OBJKCTIVKS AND ACTIVITIES
Information and awareness (continued)
During 2015 we continued to rarap up our social media presence reaching 1700 Bkes on Facebook and morethan 700 twitter followers. We built relaiionslups with key journalists allowing for targeted and timelycoverage, During the oriiical period in the run-up to the 2015 general election this resulted in 39 media
stories, including national TV, radio and press coverage. The issue of access to care and treatment, for TSCwas raised 18 times m Parliament, with debates in both Houses. Our key campaigu video reached over13,000 Pacebook users and our Twitter reach peaked at 80,000 accounts per week. This was oompletely
organic growth and we did'not pay for any advertising.

In Ivlay 2015 we ran our awareness and fundraisiug campaign Tea and SCones', which raised more than64,000 and coincided with TSC Global Awareness Day.

Research
In 2015 we committed to supportuig a fmther project grant, a fellowship and a PhD studentship. This hastaken our fait portfolio to 16 live grants, two of whioh are jointly funded, We have steadily grown our grantprogrsinme and our portfolio, The TSA is the only UK charity dedicated to supporting TSC research, withan in-year commitment of 8437,000.

In September, 260 delegates from every corner of the globe travelled to Windsor for the 2015 InternationalTSC Research Conference co-hosted by the TSA and our sister organisation in the USA (Tuberous SclerosisAllianoe), The conference offered a unique opportunity to showcase research and foster oollaborstions,The conference was our first opportunity to bring together experts to set out in detail plans for future earlyintervendon studies, A comprehensive vision emerged through which TSCure will harucss clinicalevidence to support improvements in services and care.

Investment policy
The Trustees have appointed investment managers to manage the Associahon's investment portfolio under adiscretionaiy iuvestmcnt mandate. Our investment objective is to maxinuse total returns over the longerterm and to provide a stable level of income to be generated with a medium level of risk The level of riskapplies to the portfolio as a whole rather than to individual stocks. To measure the perfonnance of thcinvestment portfolio the Association has, iu common with other charities, adopted the WM Toud Charitybenchmark. In the yeat ended 31 December 2015, the total rattan on the portfolio was 1.76% as against thebenchmark of 1.16%. Over the longer term, our mvestment managers have consistently cut-perforined thebenchmark, Their performance continues to be kept under review, and those Trustees who are members ofFINCOM have an annual review meeting with our mvestment managers, with whom the Tiustees haveagreed a formal investment policy retiecting the investment objective stated above,

Volunteering
We have further developed our volunteering programme, including recruiting volunteers with specific talentsand expertise to help raise awareness and better deliver against our objectives. By the end of the reportingyear 10 viable volunteer-led local support groups had been established working with volunteers hom acrossthe TSC community,

Page 3



be 1 rosi Ass ci tio
'

t nu be: 2

tt~~tttt T
f t e combe 2 1

FINANCIAL RKVILr %
Grsmt making policy
Reseinch grants are given for pmposes directly concerned with furthering an understanding of Tuberous

Sclerosis Complex and its treattuent. The Association is a member of the Association of Medical Research

Chaiitics and follows AMRC policy in the conditions attached to awarding grants, All applicatioiis are

peer- reviewed before a decision is made.

Benevolent grants are given to families to purchase necessaiy medical or household equipment, or to provide

parents, carers and families with much-needed breaks. All applications for assistance arc reviewed by a

group of Trustees and grants awarded where deemed appropnate on a basis of confidentiality, based on the

Association's guidelines, Trustees are eligible to apply for such grants and are dealt with in the same way as

any other applicant.

Statement on reserves
The Association's reserves largely arise from a bequest in 1993 by the late Mr H 1 Leech, which is held as an

endowment invested in fixed assets, This endowment provides a resource which supports the Association in

delivering its charitable objecfives. In particular, it enables the Trustees:

to fund or co ihnd out of capital (and, ifneed be, at short notice) major medical research projects
which sre detenruned by the Trustees to be crucial for the treatinent of TSC; and

to fund out of income, services to the TSC community where income raised by the Association's

fund-raising activities is iuadequate in any particular period.

The balance on this endowment as at 31 December 2015 amounted to g2.33m (31 Deceinber 2014 - f2, 98m).

Restricted reserves were f40,7k (31 December 2014 - f19.2k) - see note 21, Our policy is to hold no

utu'estncted reserves other than this endowment, snd accordingly the deficit on the general fund has been

niade up ii'om a transfer from this endowincnt.

The Association's total income for the year was gk176m, (compared with f356k in the previous nine

months). During thc year, the income of the charity was significantly increased as a result of a single

donafion of f632,500 from The Lady Kilmahre, to whom the Trustees record their enormous gratitude and

which they have decided to constitute as a fund to support research projects,

Our total investment deficits were E60k (31 December 2014 gains —f26k), To fund deficits and payments

relating to research commitments entered into during the yeai; some investments needed to be sold to

provide the Associafion with additional wodcng capital.

Page 4



T rous Sclero
' ia'on e

'

dnu b 02 0107

geeo22 of th~rsteeg
f e Y de 3 ec er2015

STRUCTURE, GOVERNANCE AND MANAGEMENT
ConsUtutton
The Associahon. was incorporated under the Companies Act 1985 as a company limited by guarantee,
registered in England, No, 02900107, and is governed by its Memorandum and Articles of Association. It is
also registered as a charity in England aud Wales (No 1039549) and hi Scotland (No SC042780),

Risk Management
The Trustees have established procedures to ensure that strategic planning and fisk management processes
become part of the operating processes of the Association. The Trustees have identified the major risks to
wydch the Association is exposed, determined the relative significance of those risks, and reviewed the
adequacy of the systems that have been established to mitigate those nsks.

The Trustees meet as a Board three or four times a year,

The Finance and Investment Comnuttee (FINCOMl has been given prime responsibility for the risk
management process. FTNCOM is accountable to thc Board and conducts its business as needed and by such
means as it considers appropriate (face to face meetings, teleconference aud e-mail). It oveisees the finaucial
affairs of the Association and currently comprises the President, the Chair, the Deputy Chair (who chairs it),
the Treasurer and Tom Carter. A quorum for any meeting is three ruernbers,

The Chief Executive is not a member of FINCOM, but hss a standing invitation to attend meetings, other
than at times when there would be a clear conflict of mterest. The responsibilities ofFINCOM include:

morutoring and overseeing the financial perfortnancc of the Association and making appropriate
reports to tbe Board, '

submitting to the Board in advance of each financial year a Budget for that year;
approving unbudgeted expenditure for i toms or prol ects of moie than 85k;
ensuring that proper books of accounts are kept, '

reviewhrg and overseeing the preparation of the statutory Annual Report and Accounts, ensunng
compliance with accountmg standards and legal requirements;
having responsibility for the oversight and evaluation of the external audit function;
ensuring the consistency of other financial information, including summary financial statements;
and

monitoring and reviewing thc performauce of the investment portfolio, and reviewing and
resppointing investment managers as appropriate.

FINCOM also has power to take urgeut decisions between Board Meetings,

The Research Comnuttee (RESCOlvl) is an advisory committee to the Association's Board that is made up ofa minunntn of five and a maximum of 10 persons, including the Chair and a rrdnimum of two professional
and two lsy members. RESCOM meets twice a year, The responsibilities of RESCOM include;

overseeing, guiding snd monitoring the delivery of the Assooiation's research strategy;
reviewing commitments to research and advisiug on strategic prioritlsation of funding for grant
rounds;
fostering relationships between funded researchers snd the Association;
evaluating peer reviewed applications and making recommendations to FINCOM and the Boardof the Association for the award of research grants;
promoting and supporting TSC research with external audiences; and
supporting the planning and delivery of national and intcmational reseamh conferences.
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STRUCTURE, GOVERNANCE AND MANA, GEMENT
Plans for the future
Our currant five-year strategy runs to 31 December 2020 and was developed with the input of volunteers and

service users. The strategy will be formally reviewed at its mid-term, The strategy guides our aonual

planning and reporting. In addition to the commitments delivered in this, the first year of our new strategic

period, we plan:

To review and refresh our rusearch strategy, ensuring that we are fully able to monitor and

demonstrate the impact of the researoh we fund. We further sim to have played a major role in

bringing an early Intervention trial to the clhdc through our international collaborations and,

following the sucoess of the 2015 International Research Conference, to have hosted a further

event here in the UK.
To build on our successes in support, developing a portfolio of flexible services that recognise
different levels of need and develop formal working relationships with NHS climcs. We plan to

work in collaboration with healthcare professionals to ensure that the NHS is able to deliver

against the recommendations of the 2012 International Guidelines. We plan to continue to run

our national and local events and to achieve accreditation of our information pt'oducts.

To continue fighting for access to treatment and services for people with TSC. By the end of
2020 there wfil bc increased awareness of TSC, with demonstrable improvements in access to
diagnosis, treattnent and care. The TSA will have the reputation of making its presence felt for the

benefit of people affected by TSC and the credibility with key infiuential parties to deliver

change.
To grow our income by developing new income streams and strengthening our fundraising

activities. We plan to encourage repeat aud regular giving, championing fundraising and actively

engaging as staff'and volunteers with a range of fundraising irdtiates. We will continue to work
with our international partners on collaborative projects to raise global awareness of TSC. We
plan to use the opportunity of our 40th Anniversary in 2017 to showcase our wodr, raise
awareness and generate funds.

The Trustees
A list of the Officer and other Trustees who served for all or part of the yemy or who have been appointed

before the date of this report, appears on page seven,

At each Annual General Meeting, one-third of the Trustees retire by choice or rotation. The fofiowing three

Trustees retire by rotation - Sophie Lording, Jean Willson and Philip Goidenberg. Jean Willsou snd Philip

Goldenberg will be proposed for re-election at the 2016 AGM, Sophie Lording is not seeking re-election; tbe

Board ls grateful for her service, In addition, babel di Vance will be proposed for election,

There are policies for the induction and training of Trustees, A performance renew process is m place to

ensure the ef'fectiveness of those Trustees,

REFERENCE AND ADMINISTRATJVE DETAILS
Registered Company comber
02900107 (England and Wales)

Registered Charity number
1039549, SC042780
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REFERENCE AND ADMINISTRATIVE DETAILS
Registered oflice
CAN Mezzatuue
32-36 Loman Street
London
SE1 OEH

Trustees
Christine Ann Naylor
Martm Peter Short
Plulip Goldenberg
David Robin Vaughan

Martin J P Balfour-Allen
Janet Bower
Nicholas Peter Dale
Alexandra Campbell
Thomas Edmund Carter
Aun Mane James
Perry James
John Christopher
IQngswood
Jean Ellen Willson
Annie Margaret Jones
Sophie Christine Lording
Lisa Suchet
Panick Ferrar Bolton

President
Chairman

Deputy Chauman
Treasurer and Corupany
Secretary

retired 5/9/15
resigned 19/3/16
resigned 7/3/15

rcslgned 28/11/15
retired 5/9/15

resigned 28/11/15

appointed 7/3/15
appointed 19/3/16

Honorary Life Vice Presidents
Esther Gslbraith
Thomas Edmund Carter
Anne Carter
Lady' Kilniaine

Chief Executive
Jayne Spink

Auditors
Wellden Tumbuii Ltd
Munro House
Portsmouth Road
Cobham

Surrey
KT11 IPP

Offic Address
CAN Mezzanine, 32-36 Loman Street, London, SEI OEH

Investrneut Managers
Brewin Dolphin Limited, 12 Smithfield Street, London, EC1A 9BD

Page 7



e Tuberous cl ros cia
'

n 'st mtmber: 10

Rap~~the ~te
Ye e 1 De mber 20

REFERENCE AND ADMINISTRATIVE DETAILS
Bankers
CAF Banlt Limited, 25 IGngs Hill Avenue, Kings Hill, West Mailing, Kenq ME19 4JQ
National Westminster Bank Pic, 67 High Street, Staines, TW18 4PU

Webslte
www. tuberous-sclerosis. org

STATEMENT AS TO DISCLOSURE OF INF ORlVIATION TO AUDITORS
So far as thc Trustees are aware, there is no relevant information (as defined by Section 418 of the

Companies Act 20061 of which the chatitable company's auditors are unaware, and each Trustee has taken

all the steps that they ought to have taken as a Trustee in order to make them aware of any audit information

and to establish that the charitable company's auditors are aware of that information,

Each of the persons who are Trustees at the time when the Report of the Trustees is approved has confirmed

that:

so far as the Trustees are aware, there is no relevant information of which the Association's

auditor are unaware, and

each Trustee has taken all the steps that they ought to have taken as a Trustee in order to make

them aware of any information needed by the Association's auditor ht connection with prepanng

its report and to establish that the Association's auditor is aware of that information.

The charitable company is exempt from the requirement to prepare a strategic report, due to the fact that it

quaMes as a small charitable company.

The report of the trustees has been prepared in accordance with the spectal pmvisions of part 15 of the

Companies Act 2006 relating to small compardes and iu accordance with the Charities SORP (FRSSE)
'Accounting aud Reporting by Charities; Statement of Recommended Practice applicable to charities

preparing their accounts in accordance with the Financial Reporting Standard for Smaller Entities (the

PRESE) (effective 1 January 2015)'.

This report was approved by the Board of Trustees and agreed on its behalf on, .!k.. . ,~
David Robin Va - Trustee
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The Tiustees are responsible for preparing the Report of the Trustees and the financial statements inaccordance with applicable law and regulations,

Company law requires the Trustees to prepare financial statements for each financial year in accordance withUnited Kingdom Generally Accepted Accounting Practice IUnited Kingdom Accounting Standards andapplicable law). Under Company law the Trustees must not approve the financial statements unless they aresatisfied that they give a true and fair view of the state of affairs of the charity and of the incoming resourcesand application of resources, includhrg the income and expenditure, of the charity for that year,

In preparing these financial statements, the Trustees are required to:

- select suitable accounting policies and then apply them consistently;

- make judgements and accounting estimates that are reasonable and prudent,

- state whether applicable UK Accounting Standards have been followed, subject to any material departuresdisclosed and explained in the financial statements;

- prepare the finaucial statements on tbe going concern basis unless it is mappropriate to presume that thecharity will continue in business.

The Tmstees are responsible for keeping adequate accounting records that are sufficient to show and explainthe chsnty's transactions and disclose with reasonable accuracy at any time the financial position of thecharity and enable them to ensure that the financial statements comply with the Companies Act 2006, Theyare also responsible for safeguarding the assets of the charity snd hence for taking reasonable steps for theprevention and detection of ii aud and other Irregularities.

Page 9
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We have audited the fiuancial statements of The Tuberous Sclerosis Association for the year ended 31

Deceinber 2015 which comprise Statement of Financial Activities (incorporating the Income and

Expenihture Account), the Balance Sheet and related notes. The financial reporting framework that hss

been applied in their preparation is applicable law and the Financial Reporting Standard for Smaller Entities

(effective Jamiaiy 2015) (United Kingdom Generally Accepted Accounting Practice applicable to Smaller

Entities),

This report is made solely to the charitable company's members, as a body, m accordance with Chapter 3 of
Part 16 of the Companies Act 2006 and to the charitable company's trustees, as a body, in accordance with

secfion 44(1)(c) of thc Charities and Trustee investment (Scotland) Act 2005 and regulation 10 of the

Charitics Accounts (Scotland) Rcgulafious 2006 (ss amended). Our audit work has been undertaken so that

we might state to the charitable company's members and its trustees those matters we are required to state to

them in an auditor's report and for no other purpose. To the fidlest extent pemutted by law, we do not

accept or assume responsibility to anyone other than the charitable company and the charitable company's

members as a body and its trustees as a body, for our audit work, for this report, or for the opinion we have

formed,

Respective responsibilities of trustees and auditor
As explained more fully in the Statement of Trustees Responsibilities set out on page 9, the trustees (who are

also the directors of the charitable company for the purposes of company law) are responsible for the

preparation of the financial statements and for being satisfied that they give a true and fair view.

We have been appointed as auditor under Section 44(1)(c) of the Charities and Trustees Investment

(Scotland) Act 2005 and under the Companies Act 2006 and report in accordance with regulations made

under those Acts.

Our responsibility is to audit and express an opinion on the financial statements in accordance with

applicable Iaw and International Standards on Auditing (UK and Ireland). Those standards mquire us to

comply with the Auditing Practices Board's Ethical Standards for Auditors.

Scope of the audit of the financiai statementa

An audit involves obtaining evidence about the amounts and disclosures in the financial statements sufficient

to give reasonable assurance that the fiuancial statements are fice from material misstatements, whether

caused by fraud or error. This mcludes an assessment of; whether. the accounts-pciicieaaio appropriate

to thc charitable company's circumstances and have been consistently applied and adequately disolosed; the

reasonableness of significant accounthtg estimates made by the trustees; and the overall presentation of the

financial statements. In addition, we read all the financial and non-tinancial information in the Report of the

Tnistees to identify material inconsistencies with the audited financial statements and to ideutify any

information that is apparently materially incorrect based on, or materially inconsistent with, the knowledge

acquired by us in the course of performing the audit. If we become aware of any apparent material

misstatornents or inconsistencies, we consider the implications for our report.

Ophdon on financial statements
In oiu opinion the financial statements:

give a true and fair view of the state of the charitable company' affairs as at 31 Decercber 2015

and of its mcoming resources and application of resources, includmg its income and expenditure,

for the year then ended;
have been properly prepared in accordance with United Kingdom Generally Accepted Accounting

Practice applicable to Smaller Entities; and

have been prepared in accordance with the requirements of the Coinpanies Act 2006, the Charities

snd Trustee Investment (Scotland) Act 2005 and regulation 8 of the Charities Accounts (Scotland)

Regulations 2006 (as amended),
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Opinion on other matter prescribed by the Companies Act 2006
In our opinion the information given in the Report of the Trustees for the financial year for which the
financial statements are prepared is consistent with the financial statements,

Matters on which we are required to report by exception
We have nothing to rcport in respect of the following matters where the Companies Act 2006 and the
Charities Accounts (Scotland) Regulations 2006 (as amended) requires us to report io you, if in our opinion:

the charitable company has not kept proper and adequate accounting records or returns adequate
for our audit have nol been received from branches not visited by us or;
the financial statements are not in agreement with the accounting records and returns; or;
certain disclosures of Trustees' remuneration specified by law are not made or;
we have not received all the information and explanations we require for our audit or;
the Trustees were not entitled to prepare the financial statements in accordance with the smail
companies' regime and take advantage of the small companies' exemption in preparing the
Report of the Trustees and take advantage of the small companies' exemption from the
requirement to prepare a Strategic Report.

IQ 0(
Robin JoBTqhtt, CTA (Senior Statutory Auditor)
for and on behalfof Wellden Tumbull Ltd
Munro House
Portsmouth Road
Cobharn

KTI I I PP
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INCOME AND ENDOWMENTS FROM
Donatiou. s and legacies
Charitable activities
Research
Education

Other trading activities
investment income

Unrestricted
funds

Nant 6

2 873,143
5

115,461

3 6,243
4 ~111188

Restricted
funds

f,

38,400

31,629

YEAR
ENDED

31/12/15
Total fuuds

911,543

115,461
31,629

6443
~111188

NINE
MONTHS

ENDED
31/12/14

Total funds

244, 163

19,740

2, 180

~90 031

Total 1,106,035 70,029 1,176,064 356,114

EXPENDITURE ON
Raising funds
Charitable activities
Family care 2 support
Research
Promoting awareness
Education

115,258

220,411
572,861
67,048
65,215

115/58 80,098

10,034 230,445 126,891
38,465 611826 403,880

67,048 53,749

~65 215 ~80 192

Total 1,040,793 48,499, 1,089,292 744,810

NET INCOME/(EXPENDITURE) 65242 21,530 86,772 (388,696)

Other recognised galas/(losses)
Gains/(losses) on investment assets ~59,860) ~59 868 26558

Net movement in funds

RECONCILIATION OF FUNDS

Total funds brought forvrard

5,382 21,530 26,912 (362,138)

2,975,186 19,221 2,994,407 3356,545

TOTAL FUNDS CARRIED FORWARD ~2,980 568 40 751 ~3021,319 ~2994,407

The notes form patt of these financial statements
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Notes
2015 2014

FDIED ASSETS
Intangible assets
Investments

15
16

9,142 11,074
~3055,425 ~3,138 073

3,064,567 3,149,147

CURRENT ASSETS
Debtors
Investtnents
Cash at bank and in hand

17
18

27,457

715 370

25,591
350,000
69,772

742, 827 445,363

CREDITORS
Amounts falling due within one year 19 (786,075) (600,103)

NET CURRENT
ASSETS/(LIABILITIES) ~43 248) ~154 740)

TOTAL ASSETS LESS CURRENT
LIABILITIES 3,021,319 2,994,407

NKT ASSETS 3 021,319 2,994 407

FUNDS
Unrestricted funds;
Endowment Fund
Ann Hant Researoh Fellowship
Kilmahte Family Research Fellowship

21

2,330,068
18,000

~632 500

2,975,186

2,980,568 2,975 186
Restricted funds;
Jane Medcalf Memorial
Research
Family Care and Support
Education

2,956

6, 166
31,629

4, 156
65

15,000

TOTAL FUNDS

40 751 ~19221

3,021,319 ~2994 407

The notes form part of these financial statements

Page 13 continued„.



These fhancial statements have been prepared in accordance with tha special provisions of patt 15 of the
Companies Act 2006 relating to small charitable companies and with the Financial Reporting Standard tbr
Smaller Rntltles (effective January 2015).

The Bnanctal statements were approved by the Board of Trustees on „........,.....„.„j„„...,.„...„„andwere
g caL~ S Of fe

signed on its behalf by:

Martin Peter Short -Trustee

The notes form part of these financial statements
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1. ACCOUNTING POLICIES

Basis of preparing the ilnanciai statements
The financial stateruents of the charitable company have been prepared in accordance with the
Chaidties SORP (FRSSE) 'Accounting and Reporting by Charities: Statement of Recommended
Practice applicable to charities preparing their acrounts in accordanoe with the Financial Reporfing
Standard for Smaller Entities (the FRSSE) (effective I January 2015)', the Financial Reporting
Standard for Smaller Entities (effective January 2015) and the Companies Act 2006. The financial
statements have been prepared under the historical cost convention with the exception of investments
which are iuoluded at market value, as modified by the revaluation of certain assets.

Income
All income is recognised in the Statement of Financial Activities once the Association has entitlement
to the funds, it is probable that the income will be received and the amount can be measured reliably.

In the case of a douation, entitlement usually anses immeihately on its receipt. However, some gifts
may include terins or conditions which must be met before the Association is entitled to the resources.

In the case cf a grant, evidence of entitlement wfil usually exist when the formal offer of funding is
coriununicated m wnting to the Association. However, some grants will contain terms cr conditions
that must be met before the Assooiation has entitlement to the resources.

Entitlement to a legacy is recognised when it is probable that it will be received. Receipt is normally
probable when there has been grant of probate; the executors have established that there are suffioient
assets in the estate, after settling any liabilities, to pay the legacy; and any conditions attached to the
legacy are either within the control of thc chiudty or have been met.

Entitlement to research conferenoe income is on receipt of the bookmg fee I'rom the delegate.

Investment income comprises dividends and interest receivable f'or the year. Dividends on equitysecunfies are recorrled as revenue on the ex-dividend date. Interest income is recognised as it accrues,
taking into account the effective yield on the mvestment

Expenditure
Liabilities are recognised as expenditure as soon as there is a legal or constructive obligation
committing the charity to that expenditure, it is probable that a transfer of econoroic benefits will be
required in settlement and the amount of the obligation can be measured reliably, Expenditure is
accounted for on an accruals basis and has been classifiexi under headings that aggregate all cost
relsteil to the category. Whore costs cannot be directly attributed to particu1ar headings they have been
allocated to activities on a basis consistent with the use of resources.

Grants offered subject to conditions which have not been met at the year end date sre noted as a
commitment but not accrued as expenditure,

Investmeuts
Investments arc stated at market value snd are normally included in Fixed Asset Investments. As a
result, the Statement of Financial Activities includes unrealised gains and losses arising &om the
revaluation of the investment portfolio throughout the year.

Investinents sold after the year end, as a result of instructions to the Investment Managers prior to the
year end, are included in Current Asset Investments, where the intention is for those funds to be
expended in t'urtherance of the Association's objectives.
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I, ACCOUNTING POLICIKS - continued

Intangible nssets
Intangible assets comprise costs incurred in establishing a database, The cost is being written off on a

straight line basis over a period of five years.

Taxatlon
The chanty is exempt from coiporation tax on its charitable activities.

Fund accounting
Restricted funds comprise unexpended balances of donations and/or grants held on trust to be applied

for specific purposes.

Designated funds compfise the funds that have been set aside at the discretion of the Trustees for

specific purposes. The purpose and use of the designated unrestricted funds is set out ln the notes to

the accounts.

Oeneral funds are available for use at the discretion of the Trustees in furtherance of the general

activities of the Association. The Association's policy is to bold no general funds other than the

designated funds.

Debtors
Trade and other debtors are recognised at the settlement amount due after any trade discount offered

Prepayments are valued at the amount prepaid after taking account of any trade discounts due.

Cash at bank in hand
Cash at bank snd cash in band includes cash and short term highly liquid mvestments with a short

maturity of three months or less fiom the date of acquisition or opening of the deposit or similar

account.

Creditors and Provisions
Creditors and provisions are recognised where the charity has a present obligation resulting from a

past event that will probably result in the transfer of funds to a third party and the amount due to settle

the obligation can be measured or estimated reliably, Creditors and provisions are normally

recognised at their settlement amount after allowing for and trade discounts due

Financial Instruments
The chanty only has financial assets and financial liabilities of a kind that qualify as basic financial

instruments. Basic financial instruments are inifially recognised at transaction value snd subsequently

measured at theu. settlement value with the exception of bank loans which aro subsequently measured

at the carrying value plus accrued interest less repayments, The financing charge to expenditure is at a

constant rate oaloulated using the effective interest method.

Pension costs and other post-retirement benetlts
Contributions paid or payable to personal pension funds of members of staff are accounted for when

due.
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2. DONATIONS AND LEGACIES

Donations and subscriptions
Legacies

YEAR
FNDED

31/12/15

861,543
~50 000

911,543

NINE
MONTHS

ENDED
31/12/14

214,916
29 247

244 163

3. OTHER TRADING ACTIVITIES

Cbristmas card & other miscellaneous sales

YEAR
ENDED

31/12/15

~6243

NINE
MONTHS

ENDED
31/I 2/I 4

~2180

4, INVESTMENT INCOME

Bank interest
Income from managed portfolio

31/I 2/15

666
110,522

NINE
MONTHS

ENDED
31/12/14

90
89,941

111 188 90 031
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5. INCOME FROID CHARITABLE ACTIVITIES

Activity
Research conferences Research

Grants received - Novartis

Pharmaceudcals UIC

Limited Education

YEAR
ENDED

31/12/15

115,461

NINE
MONTHS

ENDED
31/12/14

~31 629 ~19 740

~147 090 19,740

6, RAISING FUNDS

Raising donations and legacies

Staff costs
Sundries
Travel, communications and other costs

Recruitment costs
Stafl' training

Support costs

YEAR
ENDED

31/12/15

49,010
6,577
9,524
2,906
3,806

17,316

~89 139

NINE
MONTHS

ENDED
31/12/14

34,444
4,319
9,263

11,08S

59,111

Other trading activities

Purchases

YEAR
ENDED

31/12/15

1,532

NINE
MONTHS

ENDED
31/12/14

2 007
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6. RAISING FUNDS - continued

Investment management costs

Other operating leases
Portfolio management

YEAR
ENDED

31/12/15

~24 587

24,587

NINE
MONTHS

ENDED
31/12/14

6
240

~18 740

18,980

Aggregate amounts

7. CHARITABLE ACTIVITIES COSTS

~115 258 80 098

Family care & support
Research
Proruotiug awareness
Education

Direct costs

(See note 8)

187,509
142,728
35,301
33,468

Crraut

funding of
activities

(See note 9)

11,188
436,851

Support
costs

(See note 10)

31,748
31,747
31,747

~31 747

Totals

230,445
611,326
67,048
65,215

399 006 448,039 126,989 974 034

DIRECT COSTS OF CHARITABLE ACTIVITIES

Staff costs
Research
Travel, communications and other costs
Study days
Publications
Eenevo I eut grants

Family days and weekends

YEAR
ENDED

31/12/15

221,670
101,991
27,961

33,417
5,169
8,798

NINE
MONTHS

ENDED
31/12/14

123,641
650

28,085
21,534
32,693

4, 175
3,404

~399 006 214 182
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9, GRANTS PAYABLE

Family care A, support
Research

YEAR
ENDED

31/12/15

11,188
~436 851

448,039

NINE
MONTHS

ENDED
31/12/14

11,1. 88
~358 013

369,201
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9, GRANTS PAYABLE - continued

The total grants paid to institutions during the year was as follows:

YEAR
ENDED

31/12/15

NINE
MONTHS

ENDED
31/12/14

f.
Insdtute of Psychiatry, Kings College, London - Autism Spectnun &
ADHD in the TSC 2000 Cohott Study
University College London - TSC1 and TSC2 variation databases
Institute of Cancer & Genetics, Cardilf - Investigating mTORC1
independent functions of TSC2
Institute of Cancer & Genetics, Cardiff - Prevention of renal lesions
by fine tuning mTOR signalhng in a mouse model of tuberous
sclerosis
Addenbrooke's Hospital - TSC Psychology
Department of Neuroscience, Erasmus Medical Centre, Netherlands-
Towards a better understanding and better treatment of TSC-related
epilepsy
Centre for Integrative Physiology, Univen;ity of Edinburgh-
Targeting the mGluR5-FMRP signallhrg pathway for the treatment
of TSC
Division of Child & Adolescent Psychiatry, Urdversity of Cape
Town - PhD Studentship; Understanihng and Treathrg
TSC-Associated Neuropsychiatric Disorders (TAND)
Institute of Cancer and Genetics, Cardiff - PhD Studentship: Dual
inhibition of glycolysis and glutaminolysis for anti-tumour therapy iu
a TSC2 mouse model
School ofPsychology, University ofBirmingham —Junior
fellowship: Delineating impulsive behaviour in Tuberous Sclerosis
Complex
School of Psychology, University of Birmingham - PhD Studentship:
Problem behaviours in Tuberous Sclerosis Complex
Institute of Psychiatry, Kings College London - Designing a protocol
to measure the developmental trajectory of infants with Tuberous
Sclerosis
Cardiff University - New dmg therapies to kill Tsc2-deficient cell
lines

University College London - The TSC1 and TSC2 variation
Databases

26,667 26,667
44,356

62,777 53,251

58,935
11,188

58,935
11,188

48,093 46,926

51,289 49,272

18,000 18,000

22,000 22,000

25,666 27,268

11,338 11,338

59,923

19,204

32,959

~448 039 ~369 201

Grants awarded prior to 1 Aprdl 2013 are of three or foui' years' duration aud are charged against
designated or restricted funds in full when awarded, Grants awarded atter 31 Match 2013 are on an
annual basis and are only renewed after an annual review. In accordance with the SORP, only the first
year of the grant is charged against thc relevant fund up to the committed amount of the grant.
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10. SUPPORT COSTS

Management

Govetnance
costs Totals

Costs of generating
voluntary income

Family care dt support
Research
Promoting awareness
Education

9,538
17,489
17,488
17,488
17,488

593
1,085
1,085
1,085

~1085

5,222
9,575
9,575
9,575

~9575

1,963
3,599
3,599
3,599

~3599

17,316
31,748
31,747
31,747
31 747

~79 491 ~4933 43,522 ~16 359 ~144 305

Activity
Management
Finance
Other
Governance costs

Basis of allocation
See below
See below
See below
See below

Support costs have been allocated between 'Raising finance' and the Activities of the Associadon on

the basis of time spent by the staff members of the Association. Governance costs are now part of the

Support Costs under SORP 2015, Further details are given in note 23.

11, NKT INCOME/(KXPKNDITURK)

Net income/(expenditure) is stated after charging/(credidng):

Auditors' remuneration
Other operating leases
Database costs amortisation

YEAR
ENDED

31/12/15

6,600

3,924

NINE
MONTHS

ENDED
31/12/1rl

4,410
240

~3426
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12. TRUSTEES' REMUNERATION AND BENEFITS

There were no hostess' remuneration or other benefits for the year ended 31 December 2015 nor forthe period ended 31 Decetnber 2014.

Trustees' expenses

Trustees' expenses

YEAR
ENDED

31/1 2/15

5, 178

NINE
MONTHS

ENDED
31/12/14

f,

1,251

The Trustees are entitled to be paid expenses they incur in the governance of the Association. Thismay include travel, accommodation and similar expenses, Nine (2014 - seven) Trustees receivedpayments for reimbursement of expenses during the year/ period.
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13. STAFF COSTS

Wages and salaries

Social security costs

Other pension costs

YEAR
ENDED

31/12/15
f

285,710
23,907

~30 000

NINE
MONTHS

ENDED
31/12/14

189,985
16,816

~339 617 206,801

The average monthly number of employees during the year was as follows;

Raising finance
Promoting awareness

Family care snd support

Support - general
Research

YEAR
ENDED

31/12/15
2

1

6

2
1

NINE
MONTHS

ENDED
31/12/14

2
1

5

2

1

No employees received emoluments in excess of f60,000 (31 December 2014 —none).

Pension costs relate to employer contributions to Stakeholder Pension Plans of employees.

14. COMPARATIVES FOR TIK STATE~ OF FINANCIAL ACTIVITIES

Unrestricted
funds

Restricted
funds

Total funds

INCOME AND ENDOWS FROM
Donabons and legacies

Charitable activities
Education

Other trading activitios

investment uicome

207/16

2, 180
90,031

36,847

19,740

244, 163

19,740

2, 180
90,031

Total 299,527 56,587 356,114
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14. COMPARATIVES FOR TIIE STATEMENT OF FINANCIAL ACTIVITIES - continued
Unrestricted Restricted Total funds

funds funds

EXPENDITURE ON
Raising funds

Charitable activities
Family care 4 support
Research
Promoting awareness
Education

Total

80,098

123,516
383,918

53,749
60 452

701,733

80,098

3,375 126,891
19,962 403,880

53,749
19,740 80, 192

43,077 744,S10

NET INCOME/(EXPENDITURE) (402,206) 13,510 (388,696)

Other recognised gains/gasses)
Gains/(losses) on investment assets

Net movement tn funds

RECONCILIATION OF FUNDS

Total funds brought forward

26,558

(375,648)

26 558

13,510 (362,138)

3,350,834 5,711 3,356,545

TOTAL FUNDS CARRIED FORWARD ~275, 186 19421 2 994,407
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15, INTANGIBLE FIXED ASSETS

Database
cost'$

COST
At 1 January 2015
Additions

At 31 December 2015

17,632
1,992

19 624

AMORTISATION
At 1 Januaty 2015
Charge for year

At 31 December 2015

6,558
~3924

~10 482

NET BOOK VALUE
At 31 December 2015

At 31 December 2014

~9142

~11 074

16. FIXED ASSET HVVEST~S

Shares
Cash held by investment manager for reinvestment

YEAR
ENDED

31/12/15

3,039,015
16,410

NINE
MONTHS

ENDED
31/12/14

6
3,126,181

11 892

~3,055 425 ~3138 073

Additional information as follows:
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16. FIXED ASSET INVESTMKNTS - continued

Quoted
shares and
unit trusts~TVALUE

At 1 January 2015
Additions

Disposals
Revaluadons

At 31 December 2015

3,126,181
214,112

(241,418)
~59,860)

3,039,015

NET BOOK VALUE
At 31 December 2015

At 31 December 2014

~3039 015

3,126 181

The losses on investment assets of 859,860 (2014 - gains f26,558) are made up of reahsed gains of613,075 (2014 - f34,621) and utu'ealised losses of f72935 (2014- X8,063).

Invesmtents held in companies outside the UK amounted to 61,117,477 (2014 -81,089,404).

investments (neither listed uor unlisted) were as follows:

Brewin Dolphin capital account

31/12/1 5

16 410

NINE
MONTHS

ENDED
31/12/1 4

11,892

The capital account represents uninvested cash held by the broker.

2015 2014

The historical cost of the investments at the year end is: 2 tl36 9tl9 2 95tl 219

17. DEBTORS: AMOIJNTS FALLING DUE t9VITBIN ONE YEAR

0th er debtors

2015 2014
I

27 457 ~25 591
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18, CURRENT ASSET INVESTMXNTS

2015 2014

Cash held on deposit at

Brokers 350 000

19. CREDITORS: AltrIOUNTS PALLING DUK WITHIN ONK YEAR

Social security and other taxes

Crrants awarded

Pension fund

Accrued expenses

2015

7,425
639,580

34,787
~104 283

2014

6,822
500,467

4,787
~88 027

786,075 600, 103

The pmvision for grants awarded is for the full amount of future expenditure up to the conunitted

amount of each grant. The following table shows Ihe research institution, a breakdown of the

unexpended commitment brought forwatd, the amount paid, the commitments arising during the year

(and hence recognised in the Statement oi' Financial Activities (SOFA)) and the unexpended

cornrrutment carded forward at the end of the year m respect of each grant. Further detail in respect of

each gmnt is given in note 9.
I continued
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CREDITORS; AMOUNTS FALLING DUE WITHIN ONE YEAR (conthtued)

At I/I/1 5 SOFA Paid At 31/12/15
8

University of Bimungham
Brighton TS Registry
Institute of Psychiatry, Kings College
London
Institute ofMedical Genetics, Cardiff
University College London
Institute of Medical Genetics, Cardiff
Institute of Medical Genetics, Cardiff
Institute of Medical Genetics, Cardiff
Addenbrooke's Hospital, Cambridge
Department of'Neuroscience, Emsmus
Medical Centre, Netherlands
Centre for Integrative Physiology,
University ofEdinburgh
Division of Child dt Adolescent
Psychiatry, Urdversity of Cape Town,
South A(rica
lustltllte ofMedical Genetics, Cardift'
School of Psychology, University of
Birmingham
School of Psychology, University of
Binmngham
Institute of Psychiatry, IGngs College,
London
Cardiff University
Research Department of Genetics,
University College, London

6,966
100

30,837
19,673
56,509
71,463
89,935
45, 518

4,662

46,926

49,272

18,000
22,000

27,268

11,338

(3,466) 3,500
100

26,667

62,777
58,936

11,188

(24,004)
(12,093)
(45,066)
(41,936)
(44, 107)
(26,361)

(2,797)

33,500
7,580

11,443
92,304

104,764
19,157
13,053

51,289 (22,228) 78,333

18,000
22,000

(18,000)
(12,539)

18,000
31,461

25,666

11,338

59,922
19,204

32 959

(20,451) 32,483

(8,504) 14, 172

59,922
19,204

32 959

48,093 (27,374) 67,645

Analysis:

Falling due within one year

5t0 467 448039 ~308926 63958tt

639,5833

Falling due atter more then one year (note 20)
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20. ANALYSIS OF NET ASSETS BETWEEN FUNDS

Fixed assets
Investments
Current assets
Current liabilities

Unrestricted
funds

9,142
3,055,425

702,076
~786 075)

Restricted
funds

8

40,751

2015
Total funds

9,142

3,055,425
742,827

~786 075)

2014
Total funds

11,074
3, 138,073

445,363
~600 103)

~2980 568 ~40 751 ~3021,319 ~2994 407

21. MOVEMENT IN FUNDS

Net
movement in

At 1/1/15 ibnds

Transfers
between

funds At 31/12/1S

Unrestricted funds
General fund

Endowment Fund
Ann Hunt Research Fellowship
Kilmaine Family Research Fellowship

2,975,186

2,975,186

(293,553) 293,553
(365,565) (279,553)

32,000 (14,000)
632,500

5,382

2,330,068
18,000

632,500

2,980,568

Restricted fends
Jane Medcalf Memotdal

Research
Family Care and Support
Education

4,156 (1,200)
65 (65)

15,000 (8,834)
31,629

19,221 21,530

2,956

6, 166
~31 629

40,751

TOTAL FUNDS ~2994,407 ~26 912 - 3,021,319
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21. MOVRMKNT IN FUNDS - continued

Net movement in funds, included m the above are as follows;

Unrestricted funds
General fund
Endowment Fund
Ann Hunt Research Fellowship
Kilmaine Family Research Fellowship

incoming
resources

313,014
110,521
50,000

632,500

Resources
expended

(606,567)
(416,226)
(18,000)

Gains aud Movement in
losses funds

(293,553)
(59,860) (365,565)

32,000
632 500

1,106,035 (1,040,793) (59,860) 5,382

Restricted funds
Research
Education
Jane Medus) fMemori al

Family Care and Support

38,400
31,629

(38,465)

(1,200)
~8834)

(65)
31,629
(1,200)~8,834

70,029 (48,499) 21,530

TOTAL FUNDS ~))76864 ~)889 292 ~69 8611) ~26 912
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21, MOVEMENT IN FUNDS - continued

Unrestricted funds
Endowment Fund
The cndowiucnt fund consists of thc unspent balance of thc bequest received from the late Mr H I
Leech in 1993, Further details are given in the Trustees Report.

Eilmaine Family Research Fellowship

During the year the Association received a slgtuficant donation from The Lady Kilmaine, Thc
Trustees have decided to fund the payments becoming due in respect of rcsemvh projects awarded iti

2016 f'rom this fund,

Ann Hunt Research Fellowship
During the year the Association received a legacy of 850,000 from the Estate of Ann Hunt. It was

decided that the fund should support one of the existing research grants, Understanding ik Treating

Neuropsycluatric Disorders (TAND),

Restricted Funds
The restricted funds relate to donations and grants, winch were given to 'he Association for specific

purposes. The restricted funds held at 31 December 2015 relate to the unspent portion of specific

donations.

Donations and grants towards research were used to help fund the research grants awarded during the

year,

The Janet Medcalf Memorial Fund is a fund set up to assist members by way of smail grants of f300
each, Four suoh graiits were awarded during the period.

Donations and grants towards family care and support were in the main used to help fund thc salaries

of support workers.

Transfers between funds
During the year, the endowment fund has also used to meet the deficit arising on the general fund, in

accordance with the Association's policy. A transfer of f291,553 has been made to the general fimd in

this regard.

A transfer of f14,000 has been made from the Auu Hunt Pellowship to tbe endowment fund to match

commitiuents made in respect of the research project supported, in the previous financial year.

22. RELATED PARTY DISCLOSURES

As pemdtted by the Memorandum and Articles of Association, payments are made to certain Trustees

and other related parties for services provided to the charity.

Ashmole 6t Co, a firm of Chartered Certified Accountants of whom the Treasurer Mr D R Vaughan is

a Partner, received VAT inclusive payments of f13,000 (nine month period ended 31 December 2014
- 510,000) foi services relating to the bookkeeping and accountancy work of the charity. This work is

named out in a separate ot'fice from the one from which Mr Vaughan operates and under the

supervision of another Partner in the firm.
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23. CONIPARATIVES

In accordance with SORE 2015 (FRSSE), 'Governance costs' have been iucluded in 'Support oosts'
snd consequently tbe comparatives have been re-stated, Details of the re-statement are shown below,

Re-allocation of
As originally governance costs

stated As restated
Raising funds (previously costs of generating
funds)
Family care and support
Research
Promoting awareness
Education
Governance costs

76, 154 3,944
122,623 4,268
399,609 4,271
49,478 4,271
76, 187 4,005

80,098
126,891
403,880

53,749
80, 192

Please refer to the Stateruent of Financial Activities on page 12.
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