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The Tuberous Sclerosis Association (Remistered number: 02900107)

Report of thg Trustess
for the Year Ended 31 December 2014

The Trustess, who are also directors of the charity for the purposes of the Companies Act 2006, present their
report with the financial statements of the charity for the year ended 31 Decernber 2016, The Trustees have
adopted the provisions of Accounting and Reporting by Charities: Staternent of Recommended Practice
applicable to charities preparing their accounts in accordance with the Financial Reporting Standard 102
(effoctive | January 2015). The Repott of the Trustees also comprises a Directors' Report as required by
Company Law.

OBJECTIVES AND ACTIVITIES

Objectives and aims, including public benefit

The Trustees confirm that they have complied with their duty, under the Charitiss Act 201 1, to have regard
to the Charity Commission's published public benefit guidelines in detetmining the activities undertaken by
the Association,

The Association has three main objectives:

* to support individuals affected by TSC, together with their families or carers;

¥ to encourage and support resesrch into the causes and management of TSC; and
o provide education, publicity and information fo promote awareness of the problems caused by
the condition,

This was the second year of our five-year strategy which s directed to meet the hopes and sspirations of
people with or directly affected by TSC. All key decisions are made by the Trustee Board (or, within
appropriate delegated suthorities, it: Committess).

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

The benefits of our activities arp briefly summarised below (ending afier 'Future Plans' on page §) and relate
directly to our objectives. This sumnary constitutes our 'Stratepic Repost.

Activities and performance in relation to 'Support'

Our commitment 15 to offer support to everyone affectsd by TSC based on individual needs and preferences.
We aim to address diversity, inciuding gecgraphical and cultural diversity of nesd, Key to our success is
making the support we offer as flexibie as possible, enabling individuals, families and carers access to the
support und information they need in the way that suits them begt.

As well as providing on-going support for families previously registared with us in celation to keatthears,
social care, education and welfare, we provided direct suppaort to 239 families for the first time, In 2016 our
TSA Advisers wero present at 174 meetings (an increase of 45%) representlng the TSA. Throughout 2015,
341 members attended some of the 27 Tegienal group meetings acrosa the country. We awarded £5,892 o
families-in grants a3 part of TSA Support Fund, We also awarded £1,200 as part of the Janet Medcal? Award
Trst.

In 2016 more than 48 delegates attended owr Outlook weekend, un event for members who are mildly

affected by TSC. The event allows them to share their experiences, build friendships and have fun in 2
supportive environment,
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The Tuberous Selerosis Association (Registered number: 02960107)

Report of the Trustees
forthe ¥ hded 31D ;

OBJECTIVES AND ACTIVITIES

Activities and performance in relation to 'Support' (continued)

As pert of our pledge to keep cur community informed of the latest developments, we produced and
published three editions of our SCAN magazine, We have increased our social media presence and
suceessfully piloted six Live Pacebock Q&A events with leading experts across a range of disciplines. We
contimee to produce monthly e-newsletters, and have introduced devolved nations newsletters to glve mors
relevant infomation where health, sccial care and education policy has changed in Scotland, Northern
Ireland and Wales, We made all printed materials available on our webaite, and captured speakers and
experts at our events to make rmaterial available to all members of the TSC comumunity, not just those 1
attendance.

Activities and performanee In relation to Influencing Polcy'

We tesponded to all relevant consnltations in order to ensute that we consistently promote the interests of the
TSC community in policy development, highlighting our isgues and presenting potential solutions, We have
contributed to a range of external and collaborative initiatives that have kept TSC at the heart of the rare
diseases / healtheare debate.

In 2016 our #FightdTreatment campaign engeged the TSC community and our message was taken to the
heart of government. We secnred access (o an effective treatment, Everolinus, for those with TEC-related
kidney turnours, but this medicine for people with inoperable TSC brain tumours was deemed 'unaffordable’
by NHS England. To chsllenge this declsion, we atiended All-Party Paclinmentary Group Meetings on
medicine access; 13 consultants wrote a letter of objection that was published in The Times; we hosted a
parliementary reception event attended by many MPs; we engaged with regional and national media; we
launched an e-petition which garnered over 17,000 sigoatories; we hogted a protest outside Parliament; and
94 peopie wrote to their MPs on the igsue, with the consequence that 12 MPs wrote directly to the Secretary
of State for Health, This resulted in over 40 mentions of the issue in patliamentary debates, guestions and
early day motions. NHS Bngland overurned their original decision in December 2016, and the medicme
will now be routinely presezibed for people with inoparable TSC brain tatours,

Activities and performance in relation to 'Information & awareness'

We've been delighted by the lausch of the TST clinic snd the implementation of an agreement on access to
medicine for TSC in Wales. We have formned suecessful alliances with other charities and worked with them
on a raage of activities and initiatives with the common aim to raise the profile and importance of rave
diseage with parliamentarians and pelicy makers.

Raising awareness of the organisation and our services has been key to reaching new families (during 2016
this equated to arcund 20 new families each month accessing our services), The raore professionals, opinicn
leaders, politicians, policy makers and the media know about TSC, the more likely wo are to be suceessful in
our bid to bring about positive change. The mors visible we ars to those outside the TSC cormmuuity, the
greater our power (o build a diverse and sustainable income base and successful partnerships.

Our successful CPD-aceredited teaning module on the diagnogis and management of TSC (developed in
raociation with BMJ-onHie) has now been completed by 2,623 professionals. We provide TSC-specific
Red Book (Infant Health Record) to families with » new dingnrosis. We have supported the clinioal
commmunity in the developreent of 8 1K service specification for future publication,
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The Tubergus Sclerosis Association (Regigtared number; 02900107

Report of the Trustees
forthe Y ded 31D ber 2016

OBIECTIVES AND ACTIVITIES
We continue to work to develop our relationship with TSC clinics, developing a core offering that includes:

Activities and performance in relation to 'Information & awareness’ (confinued}

* Working in partnership with the clinics, supporting patients and their families.

* Providing support and information to the clinic in relation to education, social care and welfare,

* Signposting patients wilh wider support needs to external sgencies across social care, education and
welfare,

* Signpostlng to and facilitating engagement with the portfolic of TSA setvices.

During 2016 we continved to increase our social media presence reaching 2368 likes on Facebook and more
than 894 twitter followers. We built reletionships with key joumnalists and appeared in 28 regional and two
national newspapers, we appeared on two regional radio stations, one reglonal and two national TV
programmes and in one national magazine. We produced sight in-house videos which were viewed over
8000 times. In May 2016, we ran our awareness and fundraising campaign 'Tea and Scones for TSC' which
raised more than £7,000 (33% uplift on 2015) and coincided with TSC Global Awareness Day.

In Septeraber 2016, 179 people attended our TSA Big Day. This family confarence brought together the TSC
comunnnity with leading ressarchers, cliniclans, and experts in social care and education and roany speakers
were strsamed live to people not able to attend via Facebook Live,

We glso conducted a Cormmunity Survey in Septentber 2016 in partnership with Loughboroagh University
School of Business and Economics. We had 565 households take part with 87% saving their overall
experience of the TSA was good. The survey gave great insight into the issues that familiss face, and usefin]
feedback on our services and outputs. This is being used to inform our strategy going forward.

Activities and performance in relation to "Research’

In 2016, we committed to supporting a further thres new research projects to increase the understanding of
TSC. This hss taken our full portfolio to 18 live grants, two of which are jointly funded. We have steadily
grown our gremt programme and ow portfolio. The TSA is the only UK chasity dedicated to supporting
T8C research, with an jn-yoar cormitment of £434,000. Our portfolio of angoing projects Is worth
£1.8million.

Qur funded research projects heve appeared in 4 academic journals, 9 poster presentations and 14 oral
presentations at academic conferences or professional meetings. We also continue our membership of
Association of Medical Research Charities end the UK child Health Collabaration. Beveral new scientific
members and lay members from the TSC community joined our Research Cominittes in 2016,

Activitles and performance ln relation to Tnvestment pollcy!

The Trustees have appointed investment managers to manage the Asgociation's investmsnt portfolio under a
discretionary investment mandate. Owur investment objective is v maximise total retutns ovar the longer
term and to provide e stable level of income to be generated with a medium level of risk. The level of risk
applies to the portfolio as a whole rather than to individual stocks. To measure the performance of the
investment portfolio the Association has, in common with other charities, adopted the WM Total Charity
benchmark. In the year ended 31 Deceraber 2016, the tots] tetwn on the portfolio was 1.76% as against the
benchmark of 1,16%. Over the longer term, our investment tnanagers have consistently out-performed the
benchmark. Thsir performance continues to be kept under review and those Trustees who are members of
FINCOM beave an ammual review meeting with our investment tdnagers, with whornt the Trustees have
agreed a formal investment policy reflecting the Lavestment ohfective stated sbove.

Activities and performance in relation to 'Volunteering'

We have continued to devslop our voluntsering programme with five talent pool volunteers assisting with
photography, wiiting and social madia, 17 formal volunicers orgenising regional groups and acting as TSA
ambassadors, and 17 supporter volunteers attending oue-off events to rrise awareness of TSC.
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The Tuberous Sclerosis Association (Registered number: 028900107

Report of the Trustees
e Year En ecember
FINANCIAL REVIEW
Grant making pollcy

Research grants are given for purposes directly concerned with furthering an understanding of Tuberous
Sclerosls Complex and its freatment. The Association is & member of the Association of Medical Research
Charities and follows AMRC policy in the conditlons attached to awarding grants All applications are
peer- reviewed before a decizsion is made.

Benevolent grants are given to families to purchase necessary medicul or household equipment, or 1o provide
parents, caters and families with much-needed breaks, All spplications for assistance ars reviewed by a
group of Trustees and grants awarded where deemed appropriate an & basis of confidentiality, based on the
Association's guidelines, Trustees are eligible to apply for such grants and are dealt with in the sarne way as
any other applicant,

Statement on reserves & review of financial position

The Association’s reserves largely arise from a bequest in 1993 by the [ate Me H 1 Leach, which is held as an
endownent invested in fixed assets. This endowtnent provides & resource which suppotts the Asscciation in
dellvering its charitable objectives, In partioular, it enables the Trustees:

* o fund or co-fund out of capital {and, if need be, at short notice) major medical research projects
which are dstermined by the Trustees (o be crucial for the treatrment of TSC; and

*  to fund, out of income from the capital, services to the TSC community where income raised by
the Association's fund-reising activities is inadequate in any particular period.

The balance on this endowment as at 31 December 2016 amounted to £2.27%m (31 December 2015 -
£2.330m). Restricted reserves wers £11.6k (31 Decemtber 2015 - £40.7k) and other ressrves included £571k
(31 Decermber 2015 - £632.5k) in respect of the Kilmaine Family Research Fetlowship - see note 20, Our
policy i3 to hold no wwrestricted reserves other than this endowment and accordingly the deficit on the
general fund has beer made up from a trangfer from this endowment.

The deficit on the Genexal Fund arises as a result of the Association's policy to fund part of the research
activities from the genernl reserves of the Associgtion,

Result for the year .

The Association's total income for the vear was £418k (2015 £1.176m), During the year, the income of the
Assoclation decreased significantly as a result of the single donation of £632.5k from The Lady Kilmaine in
015 -

Our total investment gains were £490k (31 December 2015 deficit - £60k). To fund deficits and payrments
relating to research commitments entered lnto during the year, some investrents needed to be sold to
provide the Association with additional working capital.

Taking into account the investment gain, the overall deficit for the year was £159% (2015 - Swplus - £27k).

Risk Management

The Trustees have established procedures to ensure that strategic planning and risk management processes
become part of the operating processes of the Association, The Trustees have identified the major visks to
which the Association is exposed, determined the relative significance of those risks, and reviewed the
adequacy of the systeins that bave been established to mitigate those risks,

The Finance and Investment Committee (FINCOM) hag been given prime responsibility for the risk

mansgement process. Further detmils are given in the section headed 'Structure, Governance and
Management' of the Report of the Trustees.

Page 4




The Tuberous Sclerosis Association (Registered number: §2900107)

Report of the Trustees

for the Year Ended 31 Degember 2016

FUTURE PLANS

Out current five-year strategy runs to 31 December 2020 and was developed with the input of volunteers and
sorvice users. The strategy will be formally reviewed at its mrid-term, The strategy puides our annual
plauning and reporting. In addition to the commitments delivered in this, the first yerr of our new strategic
period we plan to:

¥ Review and refrosl our research strategy, ensuring that we ure fully able to monitor and
demwonstrate the inpact of the research we fund.  We further aim to have played 2 major role in
bringing an early intervertion trigl to the clinfc throngh cur international collaborations and,
following the success of the 2015 International Research Conference to have hosted a further
event here in the UK.

*  Build on our successes in support, developing » portfolio of flexible services that recogaise
different evels of need and develap formal working relationships with NHS clinics, We plan to
work in collabatation with hsaltheare professionals to ensure that the NHS iz able to deliver
against the recommendations of the 2012 International Guidelines, We plan to continue to tun
one national and local events and to achieve accreditation of our information produgts..

*  Continne fighting for access to treatment and services for people with TSC, By the end of 2020
there will be moreaged awareness of TSC, with dernonstrable improvements in access to
diagnosis, treatment and care. The TSA wil have the reputation of making its presence felt for the
benefit of people affected by TSC and the credibility with key influential parties to deliver
change,

*  Grow our income by developing new income streams and streagthening our fundmising activities.
We plan to improve stewardship to encourage repeat and regular giving, championing fondraising
and actively engaging ae staff and volunteers with a range of fundraising initintes. We will
continue to work with our interational partmers on collaborative projects to raise globa)
awareness of TSC, We plan to use the opportunity of our 40th Anniversary in 2017 to showcase
our work, raise awareness and generate finds.

STRUCTURE, GOVERNANCE AND MANAGEMENT

Constitation

The Association was incorporated nnder the Companies Act 1985 ag a company Hmited by guarantee,
registered in England, No 02900107, and is gaverned by its Memorandum and Articles of Association. Tt is
algo registered as a charity in England and Wales (No 1039549} and in Scotlend (No SC042780%,

Recrnitment and appointment of new trustees

The Association considers the skill sets of existing trustees, and prospeoctive trustees are considered for
appointment, based on additional skills they can bring to the Association. Candidates ariae through personal
recommiendations o through & recrnitment campaign where approprinte,
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The Tuberoys Selerosis Assaciation (Registered number: 02900107)

rt Trust
for the Year Ended 31 December 2016

STRUCTURE, GOVERNANCE AND MANAGEMENT

Organigationsl structure
A list of the Officers and other Trugtees who served for all or part of the year, 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. Martin
Balfour-Allen, Tom Carter and Rob Vaughan will accordingly be proposed for re-election at the 2017 AGM.
In addition, Jayne Splnk (who was formerly osur Chief Executive Officer, and was appointed a Trustes
shortly after she cessed to be so) will be proposed for election,

The Trustees meet as 2 Board three or four times a year,

The Finance and Investment Committee (FINCOM) has been given prime respomsibility for the risk
management process. FINCOM is azcountable to the Board and conducts its business as nesded end by such
mesans ag it considers appropriate (facs to face meetings, teicconference and ¢-mail). & oversees the financisl
affairs of the Associstion and currently comprises the Chair, the Deputy Chair, the Treasurer, the immediate
past Chair Phillp Goldenberg (who chairs it), and Tom Carter, A guorum for any meeting is three members.

The Chief Executive 1s not & member of FINCOM, but has a standing invitation to attend meetings, other
than at timey when there would be a clear conflict of interest. The responsibilities of FINCOM inolude:

* monitoring and oversecing the financiel performance of the Association and meking appropriate
reports to the Board,

y submitting to the Board in advance of each financial year a Budget for that year;

* approving unbudgeted expenditure for items or projects of more than £35lg

* ensuring that proper books of accounts are kept; ‘

*

reviewing and oversseing the preparation of the statutory Annual Report and Aceounts, ensuring
comptiance with accounting standards and legal requirements,

having responsibility for the oversight and evaluation of the externsl audit function;

ensaring the consistency of other financial information, including summary financial statements;
monitoring and peviewing the petformance of the investment portfolio and reviewing and
regppolnting investnent managers as approprinte;

LS - 3

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

The Research Committes {RESCOM) is an advisory commitiee to the Association's Board that is made up of
a minimnez of five and a maxlmum of 10 persons, including the Chair and & minimum of two professional
and two lay members. RHESCOM meets twice & year.  The regpongibilities of RESCOM inchude:

* overseging, giriding and monitoring the delivery of the Association's ressarch stratogy;

* reviewing commitments to rescarch and advising on strategic prioritisation of funding for grant
rotmds;

* fostering relationships between funded researchers and the Association;

* evaluating peer reviewed applications and meaking recommendations to FINCOM and the Board

of the Agsociation for the award of research grants;
* promoting and supporting TSC ressarch with external audiences; and
* supporting the planning and delivery of national and international research conferences.
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The Tuberous Selerosis Association (Registeted number; 02900107)

Report of the Trustees
for the Year Ended 31 December 2016

STRUCTURE, GOVERNANCE AND MANAGEMENT

Induction and training of new trustecs

There are policies for the induction and training of Trustees. This involves meeting with the Chair and
Deputy Chair to discuss what the role involves, and having discussions with other Trustees and Asgociation
Staff as appropriate. Atiention is drawn to the guidance issued by the Charity Comnmission - "The Essential
Trustee".

A performance review process is in place to ensure the effectiveness of those Trustees, who are approaching
re~election.

REFERENCE AND ADMINISTRATIVE DETAILS

Registeved Company number
02500107 (Bngland and Wales)

Regiatered Charify nunibers
1039549, 5C042780

Registered office
CAN Mezzanine
32.36 Lomun Stresi
London

SE10EH

Trustees
Christine Ann Naylor President
Martin Peter Short Chairman
Philip Goldenberg Deputy Chaie
(until 11/3/17)
Pavid Robin Vaughan Tregsurer and
Compuny Secretary
Martin ] P Balfour-Allen
Isabel Vanna , Deputy Charr - appointed 17/9/16
(from 11/3/17)
Nichetas Peter Dale - resigned 19/3/16
Thomas Edmund Carter
John Christopher Kingswood N K
Jean Bllen Willson
Sophie Christine Lovding
Lisa Suchet
Pattick Ferrar Bolton - appointed 19/3/16
Jayne Spink - appointed 1/5/17

Homorary Life Vice Presidents
Esther Craibraith

Thomas Edmund Carter

Ante Carter

The Lady Kilmuine

Chief Executive

Tayne Spink - resigned [3/4/17
Louise Fish - appointed 5/6/17
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Tha Tuberaus Sclerosis Association (Registered numhear; $29001067)

rt of 1
for the Year Ended 31 December 2016

REFERENCE AND ADMINISTRATIVE DETAILS

Auditors

Weliden Turnbull Lid
Munro House
Portemouth Raad
Cobham

Surrey

KTI1 1pP

Office Address
CAN Mezzanine, 32-36 Loman Street, London, S£1 OEH

Investment Managers
Brewin Dolphin Limited, 12 8mithfield Street, London, ECTA SBD

Bankers
CA¥ Bank Limited, 25 Kings Hill Avanue, Kings Hill, West Malling, Kent, ME1% 410
National Westrninster Bank Ple, 67 High Strest, Staines, TW1R 4PU

Waebhsite
www.tuberons-sclorosis. orp

STATEMENT AS TO DISCLOSURE OF INFORMATION TO AUDITORS

So far as the trustess are aware, there i8 no relevant information (as defined by Section 418 of the Companies
Act 2006} of which the charitable company's audiors are uhaware, 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
estahlish that the charitable commpany’s auditors are aware of that information.

The report of the trustees has been prepared in accordance with the special provisions of part 15 of the
Companies Act 2006 relating to small companies, in accordance with the Charities SORP (FR8102) and in
accardance with the Financiul Reporting Standard 102 (effective | fanuary 2015),

This report was approved by the Board of Trustees and slgned on its behaif on 2 August 2017 by:
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The Tuberous Selerosis Association

Statement of Trustess Raspongibilitios
o Year End ece 2016

The Trustees (who are also the Directors of The Tuberous Sclerosis Association for the purposes of cotmpany
law} are responsible for preparing the Report of the Trustees and the financial statements in sccordance with
applicable Jaw and United Kingdom Accounting Standards (United Kingdom Qenerally Accepted
Accoumting Practice).

Company law requirss the Trustees to prepare financial statements for each financial year which give 4 true
end fair view of the state of affairs of the charitable copany and of the incoming resources and application
of resources, including the jncome and expenditure, of the chatitable company for that period, In preparing
those financial statements, the trustees are raquired to

*  select suitable accoumting policies and then apply thens consistently;

* observe the methods and principles in the Charity SORP;

* make judgernents and estimates that are reasonsble and prudent;

* state whether applicable accounting standards have been followed, subject to any material departures
disclosed and explained in the financial statements;

* ptepare the financial statsments on the golng concern basis unless if is inappropeiate to prasume that the
charitable compnny wiil continue in buginess,

The Trustees are responsible for keeping proper accounting records which disclose with reasonable 4CCUrECY
at any time the finaneial position of the charitable company end to enable them to ensure that the financial
statements comply with the Companies Act 2006, They are also responsible for safeguarding the sssets of
the charitable company and henes for taking reasonable steps for the prevention and detection of fraud and
other irregularities,
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Report of ndependent itors to thea Members of
The Tuberows Sclerosis Association ‘

We have sudited the financial statements of The Tuberous Sclerosis Association for the year endsd 3}
Devernber 2016 which comprise Staterment of Financiel Activities (incorporating the Income and
Expenditure Account), the Balance Sheet and related notes. The financial reporting framework that has
beon applied in their preperation is applicable law and Accounting and Reporting by Charities Statement of
Recommended Practice in accordance with FRS 102 {effective Jamuary 2015).

This report is made solely to the charitable company's mernbers, &s a body, In accordance with Chapter 3 of
Part 16 of the Companies Act 2006 and to the charitable company's trustess, as a body, in accordance with
seotion 44(1)(c) of the Charities and Trustee Investment {Scotland) Act 2005 and regulation 10 of the
Charities Accounts (Scotland) Regulations 2006 (5s smended).  Qur andit work has been undariaken so that
we might stats to the charitable corgpany's members and its trastees those matters we are required to state to
them v an auditor’s report and for 10 other purpese. To the fullest extent permitted by law, we do not
accept or assume responsibilify to anyone other than the charitable company and the charitable company's
members as & body and ifs trustees as a body, for our audit work, for this report, or for the opinion we have
formed.

Respective responsibllities of trustees and auditor

As explained more fully in the Statement of Trustees Responsibilities set out on page 9, the trustees (who are
afso the directors of the charitable company for the purposes of company law) ere responsible for the
preparation of the financial statements and for baing satisfied that they give a true and fair view.

We have been appointed as auditor under Section 44(1)(¢) of the Chatiies and Trustees Investment
(Scotland) Act 2005 and under the Companies Act 2006 end report in accordance with regulations made
under those Acts.

Qur responsibility is to audit and express an opinion on the financial statements in accordance with
applicable law and Infernational Sturdards on Auditing (UK and Ireland). Those standards require us to
comply with the Auditing Practices Board's Ethical Standards for Auditors.

Scope of the audlt of the finaneial statements

An sudit involves obtaining evidence about the amounts and disclosures in the financial statemenis sufficient
tb give ressonable assurance that the financial statements are free from material mmsstatements, whethey
caused by fraud or error. This includes an aggessment of: whether the accounting policies are appropriate to
the charitable company's circtmstances and have been consistently applied and adequately disclosed; the
reasonableness of significant accounting estimates made by the trustees; and the overall presentation of the
financial statements, In addition, we read all the financial and non-financial information in the Report of the
Trostees to identify material inconsistemicies with the sudited financial statements apd to ideutily any
infarmation that is apparently materially incorrect based on, or materially inconsistent with, the knowledge
acquired by us in the cowrse of performing the sudit i we become aware of any apparent material
misstatements or incongistencies we consider the implications for our report.

Oplnion on financial statements
In our opinion, the financial statements:

* give a true and fair view of the atate of the charitable company' affairs as at 31 December 2016
and of its incoming resowrces and application of sesources, including its incorme and expenditure,
for the yesr then ended,

u havs been properly prepared in accordance with United Kingdom Geanerally Accepted Accounting
Practice applicable to Smaller Entities; and

“ have been prepared in accordance with the requirerpents of the Companies Act 2006, the Charities
and Trustee Investment (Scotland) Act 2005 and regulation & of the Charities Accounts (Scottand)
Regulations 2006 (a5 amended),

Opialon on other matter preseribed by the Companies Act 2006

In our opimion, the information given in the Report of the Trosiees for the financial vear for which the
financial statements are prepared is oonsistent with the financial statements,
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Report of the Independent Auditors to the Members of
The Tuberous Sclerosis Association

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

* the charitable company has not kept proper and adequate accounting records or returns adequate
for our audit have not 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 small
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.

=

Robin John FCA, CTA (Senior Statutory Auditor)
for and on behalf of Wellden Turnbulil Ltd

Munro House

Portsmouth Road

Cobham

KT11 1PP

Date: ":/ﬂ(?

* ®* ¥ x
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The Tuberous Sclarosis Asgociation
Statement of Financial Activities

corporatin enditura A
for the Year = 31 December 2015
2016 2015
Unrestricted Restricted  Total funds  Total fimnds
funds funds
Note £ £ £ £
INCOME AND ENDOWMENTS FROM
Donations and legacies 2 248,647 - 248,647 911,543
Charitable activitles 5
Family care & support 190,123 - 10,123 -
Research . - - 115,461
Education - 23,754 23,754 31,629
Other trading activities 3 7,246 - 7,246 6,243
Investment income 4 128,708 - 128,708 111,188
Total 394,724 23,754 418,478 1,176,064
EXPENDITURE ON
Raising fimds ] 138,493 2445 140,938 115,258
Charitable activities 7
Family care & suppott 216,280 5,683 224,963 230,443
Regearch 501,031 4,483 505,514 611,326
Protuoting awareness 84,973 27,333 112,306 67,048
Education 71,459 12,899 34.358 65,215
Tota 1,015,236 52,843 1,068,079 1,089,292
Net gatns/(losses) on investments 490,334 - 490,334 (59.860)
NET INCOME/(EXPENDITURE) {130,17%) (29,089} (159,267) 26,912
RECONCILIATION OF FUKDS
Total funds brought forward 2,980,568 40,751 3,021,319 2,994,407
TOTAL FUNDS CARRIED FORWARD 2,850,390 11,662 2,862,057, 3,021,319
CONTINUING OPERATIONS

Under the Compenies Act, the Charity made a deficit of £490,826 (2015 - surplus £99,847) being the
reported deficit of £159,267 (31 Decernber 2015 - surptus £26,912) adjusted for the unrealised surplug of
£331,559 (20135 - deficit £72,935).

The notes form part of these finencial statements
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The Tuberous Sclerosis Association (Registered aumber: 02900107)

FIXED ASSETS
Intangible assefs
Investments

CURRENT ASSETS
Debtors
Cash at bank and In hand

CREDITORS
Amonnts falling due within one year

NET CURRENT
ASSETS/(LIABILITIES)

TOTAL ASSETS LESS CURRENT
LIABILITIES

NET ASSETS

FUNDS

Unrestricted funds:

Endowment Fuad

Ann Hunt Research Fellowship
Kilmaine Family Research Fellowship

Restricted funds:

Jane Medcalf Memorial
Family Care and Support
Education

TOTAL FUNDS

Balance Sheet
At 31 December 2016
2016 2015
Note £ £
5 5,218 9,142
16 3,418,169 3.055,425
3423387 3,064,567
17 37,798 27,457
140,750 715,370
178,548 742,827
13 {739,883) (786,075)
(561,335 (43,248)
2,862,052 3,021,319
2,862,052 3,021,319
20
2,279,475 2.330,068
. 18,000
570,914 632,300
2,850,389 2,980,568
1,756 2,956
6,166 6,166
3,741 31,629
11,663 40,751
2,862,052 3.021,319
The notes form part of these financial staternery
Page 13 contimed...




The Tuberous Sclerosis Association (Registered number: 02900107)

Balance Sheet - continued
At 31 December 2016

These financial statements have been prepared in accordance with the special provisions of Part 15 of the
Companies Act 2006 relating to small charitable companies.

The financial statements were approved and authorised for issue by the Board of Trustees and were signed
on its behalf on 2 August 2017 by:

The notes form part of these financial statements

Page 14




The Tuberous Sclerosis Associgtion

ot e ) 8 ents
d 016

ACCOUNTING POLICIES

Basis of preparing the financial statements

The financial stateraents of the charitable comparty, which is a public benefit entity under FRS 102,
have been prepared in accordance with the Charities SORP (FRS 102) 'Accounting and Reporiing hy
Charities: Statement of Recummended Practice applicable to charities preparing their accounts in
accordance with the Financial Reporting Standard applicable In the UR and Republic of Ireland (FRS
102) (effective 1 January 2015), Financial Reporting Standacd 102 "The Financial Reporting Standard
applicable in the UK and Republic of Ireland’, and the Commpanies Act 2006, The financial staternents
hgve been prepared under the historical cost convention with the exception of investments which are
included at market value, as modified by the revaluation of certain assets,

Finaneial reporting standard 102 - reduced disclosure exemptions

The charity hag taien advantags of the foliowing disclosure exemptions in preparing thess financial
statements, a3 permitied by FRS 102 "The Flnancial Reporting Standard applicable tn the UK and
Republic of Ireland";

- the requirements of Section 7 Statement of Cash Flows;

- the requirement of Section 3 Financial Statement Pregentation paragraph 3.17(d);

- the tequirements of Section 11 Financial Instruments paragraphs 11.41(b), 11.41(c), 11.41(e),
11.41(f), 11.42, 11.44,11,45, 11,47, 11.48(a)(iif), 11.48(a)(iv), 11.48(b) and 11.48(c);

- the vequirements of Section 12 Other Financial Instruments paragraphs 1226, 12.27, 12.29(a),
12.29(b) and 12.294,;

- the requirement of Section 33 Related Party Disclosure pacagraph 337,

Income

- Allincome js recognised i the Statement of Financial Activities once the Associstion has entitlement

to the funds, it is probable that the income will b received and the amount can be measured reliably,

In the case of @ donation, entitlement usually arises immediately on its receipt. However, some gifts
muy include tarms or conditions which must he met before the Association is entifled to the resources,

In the case of a grant, evidence of entitlement will usitally exist when the formal offer of fimding is
commurnicated in writing to the Association, However, some grants will contain terms ar gonditions
that must be met before the Association has entitlement to the resources,

Entitlement to 4 legacy is recognised when it is probable that it wili be recaived, Receipt is normally
probable when there has been grant of probale; the executors have established that there are sufficient
asgets in the estate, after settling any lizbilities, to pay the legacy: and any conditions atteched to the
legney are either within the control of the charity or have been met,

Entitlement to research conference incorme iy o receipt of the booking fee from the del egate,
Investment income comprises dividends and interest teceivable for the vear. Dividends on equity

sectrrities are recorded as revenue on the ex-dividend date, Interest income is recognised as It acerues,
taking into account the effective yield on the investment
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Notes o the Finanocial Statements - continved
forfhe Year Ended 31 December 2016

ACCOUNTING POLICIES - continned

Expenditure

Liabilities are recognised as expenditure as soon zs there is a legal or comsiructive obligation
cornmilting the charity to that expenditure, it is probable that a transfer of economic benefits will be
required in settlement and the amount of the obligation can be measwred reliably. Expenditure is
accounted for on an accruals basls and hes been classified tnder headings that sgaregate all cost
related to the category. Whers costs cannot be directly attributed to particalar headings they have been
alincated to activities on a basis consistent with the use of resources. .

Qrants offered subject to conditions which have not best met at the yeir end date are noted as a
cominitment but not accrued s expenditure.

- Investments

Investments are stated at market value and are normaily included in Fixed Asset Investments. As a
result, the Statement of Financial Activities includes unrealised gaing and losses avising from the
reveluation of the investment porifolio throughout the year,

Investments sold after the year end, as a result of instructions to the Investment Managers prior to the
year end, are included in Curtent Asset Investments, where the intention is for those funds to be
expended in furtherance of the Association's objectives.

Intangible assets
Intangible assets comprise costs incurred in establishing a database. The cost is being written off on a
straight-line basis over & period of five yeats,

Taxatlon
‘The charity is exempt from corporation tax on its chavitabie activities,
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The Tubergus Sclerpsis AssoclaHon

Noteg to the Fi i - conti
for the Year Ended 31 December 2016

ACCOUNTING POLICYES - contlnued

Fund accounting
Resiricted funds cornprise unexpended balances of donations and/or grants held on trust to be applied
for specific purposes,

Designated funds comprise the funds that have been set aside at the disaretion of the Trustees for
specific purposes. The purpose and use of the designated unrestricted funds is set out in the notes to
the accounts,

General funds are available for use st the diseretion of the Trustees in firtherance of the general
activities of the Association. The Associgtion's palicy is to hold to general funds other that the
designated funds,

Debtors
Trade and other debtors are recognised et the seftlement amount due after any trade discount offerad,
Propayments are valued at the amonnt prepaid after taking aceouat of any trade discounts due,

Cash at bank a hand
Cash at bank and cash in hand ineludes cash and short term highly Hquid investments with a short

atarity of three mionths or less from the date of acquisition or opening of the deposit or similar
accout,

Creditors and Provisions

Creditors and provisions are recoghised where the charity has s present obligation resulting from a
past event that will probably resuit in the transfer of funds to @ third party and the amount dae to settle
the obligation can be mensured or estimated reliably, Creditors and provisions are normally
recogrised at their settlement amount after sllowing for and trade discounts due

Financial instruments

The charity vnly has Anancial assets and financial limbilitics of u kind that qualify as basie financial
instraments. Basic financial instruments are initlally recoguised at transaction valie and subsequently
messured at their settlement value with the exception of bank loans which are subssquently messured

at the carrying value plus acerued iaterest less repayments, The financing charge to expenditure is gt 3
constant rete caloulated using the effective interest method,

Pension costs and other post-retirement beneficy

Contributions paid or payabie to personal pension funds of members of staff are gecounted for when
due,

DONATIONS AND LEGACIES
2016 2015
£ £
Douations and subscriptions 247,647 861,543
Legacies 1,000 30,060

248,647 911,543
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The Tuberous Sclerosis Association

N o the i (oL § inued
for the Year Ended 31 Deogmber 2016

OTHER TRADBING ACTIVITIES

Chlstimas card & other miscellaneous sales
Other activities

INVESTMENT INCOME

Bank tnterest
Income from managed portfolio

INCOME FROM CHARITABLE ACTIVITIES

Activity
Family days and weekends  Family care & support
Research conferences Research
Grants receivad - Novartis
Pharmaceuticals UK
Limited Bdneation

RAISING FUNDS

Ralsing douations and legacies

Staff costa

Sundries

Travel, commmmications asd other costs
Recruitment costs

Staff training

Support costs

Page 18

2016 2015

£ £
1,207 6,243
5,949 ;
7,246 £,243
2016 2015

£ £
653 666
128,055 110,522
128,708 111,188
2016 2015

£ £
10,123 .
- 115,461
23,754 31,629
33 877 147,090
2016 2015

£ £
73,108 49,019
9,899 6,577
1,916 9,524
(111) 2,506
1,653 3,806
19.478 17,316
115,943 89,139




The Tuberous Sclerosis Association

Notes 1o fhe Financia! Staterpents - continued
for the Year Ended 31 December 2016

RAISING FUNDS ~ continged

Other trading activities
2016 2015
‘ £ £
Purchases 2,405 1,532
Investment management cogts
2014 2015
£ £
Porifolic menagement 22590 24.587
Aggregate amounts 140,938 115,258
CHARITABLE ACTIVITIES COSTS
Grant
funding of
Direct costa activities Support Totals
costs
(Seenote 8) (Seenote 9) (See note 10)
£ £ £ £
Family care & support 189,256 - 35,707 224,963
Research 358,747 434,059 35,708 505,514
Promoting awareness 76,598 - 35,708 112,306
Education 48,650 - 35,708 84,358
350,251 434,059 142 831 527,141
DIRECT COSTS OF CHARITABLE ACTIVITIES
2016 2015
£ £
Staff costs 249,601 221,670
Resenrch - 101,961
Travel, coramunications and other coats 32,441 27.96%
Study days 8,415 -
Pubtications 15,746 33,417
Beneyvolent grants 5,084 5,169
Family days and weekends 11,066 8,798
Sundries 23,898 -
350,251 399.006
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The Tuberous Sclerosis Asgociation

Notes 1o the Financial Stalements - cantinued
for the Year Ended 31 December 2016
GRANTS PAYABLE
Family cars & support
Research

Page 20

2015 2015

£ £
. 11,188
434,059 436,851
434,059 448,039




The Tuberous Sclerosis Association
No e I 14l ents - 1
for the Ysar Ended 31 December 2016

GRANTS PAYABLE - continued

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

* Institute of Medical Genetics, Cardiff -TRON: A retdomised,
double blind placebo-controlled study of RADOO1 {Everolimus) in
the treatment of mawrocognitive problers in tuberous selerosis

* Institute of Psychiatry, Kings College, London - Autism Speetrum
& ADHD in the TSC 2000 Cohort Study

* Institute of Cancer & Genatics, Cardift - Investigating mTORC]
independent functions of TSC?2

* Institute of Cancer & Genstics, Cardiff - Prevention of retial
lesions by fine maning mTOR signalling It a mouse mode! of
tuberous sclerosis

* Addenbrooke's Hospital - TSC Psychology

* Department of Neuroscience, Frasmus Medical Centre,
Netherlands - Towards a better understanding and better treatment of
TSC-related epilepsy

* Cenire for Integritive Physiology, University of Edinburgh -
Targeting the mGlaR5-FMRP sigualling pathway for the treatment
of TSC

* Division of Child & Adolescent Psychiatry, University of Cape
Town - PhD Studentship; Understanding and Treating
TSC-Associated Newopsychiatric Disorders (TAND)

* Institute of Cancer aud Genetics, Cardiff - PhI) Studentship: Dmal
inhibition of glycolysis and glutaminolysis for anti-temour therapy in
8 T8C2 monse mode

* School of Psychology, University of Birmingham - Junjor
fellowship: Belineating impulsive behavionr in Tuberous Sclerosis
Complex

* School of Psychology, University of Birminghatm - 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 drug therapies to kill Tse2-deficient cell
lines

* University College London - The TSCI and TSC?2 varigtinn
Databages

* University of Manchester - Exploiting Noteh regulation o probe
alternative mechanizms of TSC signailing,

* University of Nottingham - Inflammatory cell recruitment into
LAM nodules dtives tissue destruction TSC lang disease:
opportunities for drug repurposing

* Department of Clinical Genetics, Erasrus MC - Functional and
structural characterisation of the TSC complex; improved funetional
assesgment of TSC1 and TSC2 variants nssaciated with tuberaus
sclerogiy complex.
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2016

25,754

48,289

53,410

18,000

22,000

1,400
11,338

61,586
19,407
34,616
60,775

53,689

015

26,667

62,777

58,935
11,188

48,093

51,285

18,000

25,666

11,338

55,923
19,204

32,959

448,039
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The Tubetous Sclerosis Association

the Finangi ments -
for the Year Fnded 31 December 2016

GRANTS PAYABLE - continued

Grants awarded prior to 1 April 2013 are of three or four years’ duration and are charged against
designated or restricted funds in full when awarded. Grants awarded after 31 March 2013 are on a0
anaual bagis and are only renewed after an annual review. In accardance with tbe SORP, only the first
year of the grant is chacged against the relevant fund up to the conumitted amount of the grant.

SUPPORT COSTS
Govetnande
Managesment Finsnce Other costs Totals
£ £ £ £ £
Raising donations and
legacies 7,404 816 8,509 2,749 19,478
Family care & sopport 13,574 1,491 15,604 5,038 35,707
Research 13,575 1,491 15,604 5,038 35,708
Promoting awareness 13,575 1,491 15,604 5,038 35,708
Education 13,575 1,494 15,604 5,038 335,708
£1,703 6,780 70,925 22,901 162,309

Activity Rasis of allocation
Managetnent See below
Finance See below
Other See below
(Jovernance costs Sez below

Support costs have been allocated between Raising finanes' and the Activities of the Association on
the basis of time spent by the staff members of the Associetion. Governanco cosis are now part of the
Suppart Costs ander SORP 2015,

NET INCOMI/(EXPENDITURE)

Net income/(expenditure) i3 stated after charging/(crediting):

2016 2015

£ £
Andiiors' remuneration 6,600 6,600
Database costs amortisation 3,924 3,924
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The Tuberous Sclerosis Assogiation

otes to the Fi i n
for the Year Ended 31 Decernber 2016

TRUSTEES' REMUNERATION AND BENEFITS

There were no trustses’ remuneration or other beaefits for the year ended 31 Dacember 2016 nor for

the year ended 31 December 2015,

Trustees' expenses

Trustees’ expenses

2016
£

4,300

2015
£

5,178

The Trustees are entitled to be paid expensss they incur in the governance of the Association. This

may include trave{, acoommodation and similar ¢xpenses, Fourteen (2015 - Nine) Trustees received

payments for reimbursement of expenses during the yeat/ period.

STAFF COSTS

Wages and salaries
Social gecurity casis
Other pengion costs

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

Raiging finance
Promoting awarenesy
Family care and support
Support - general
Research

2016 2015
£ £
354,849 285,710
28,086 23,907
13,233 30,000
396,168 339,617
2016 2015

3 2
2 1
6 6
4 2
1 1
16 12

No employees received emoluments In exoess of £60,000 (31 December 2015 - none),

Pension costs relate to employer contributions to Stakeholder Pension Plans of employess.
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The Tuberous Sclerosis Association

N he Fiancial § 15 - continued
for the Year Ended 31 December 2016

COMPARATIVES FOR THE STATEMENT OF FINANCIAL ACTIVITIES

Unrestricted Regtricied  Total funds

{unds funds

£ £ £
INCOME AND ENDOWMENTS FROM -
Donations and legacies 873,143 38,400 911,543
Charitable activitles
Research 115,461 - 115,461
Education . 31,629 31,625
Other trading activitias 6,243 - 6,243
Inveatment income 111,188 ~ 111,188
Total 1,106,035 70,029 1,176,064
EXPENDITURE ON
Raising funds 115,258 - 115,258
Charitable activities
Family care & support 220,411 10,034 230,445
Research 572,861 38,465 611,326
Promoting awarenass 67,048 - 67.048
Education . 65,215 - 65,213
Total 1,040,793 48,499 1,089,292
Net galns/(losses) on investments {59,860 - (59,8603
NET INCOMEALXPENDITURE) 5,382 21,530 26,912
RECONCILIATION OF FUNBS
Total fands bronght forward 2,675,186 19,221 2,994 407
TOTAL FUNDS CARRIED FORWARD 2,680,568 40,751 3,021,319

Page 24




The Tubgrous Selerosis Assogiation

Notes to the Finaneial Stalements - continued
for the Ygﬁr Fnded 3] Q;gembg; QQ 6
15.  INTANGIBLE FIXED ASSETS
Databese
oSty
£
COST
At 1 Jannary 2016 19,624
AMORTISATTION
At | January 2016 10,482
Chaxge for year 3,924
A1 31 December 2016 14,406
NET BOOK VAI.UE
At3l December 2016 9,218
At131 Decernber 2015 9| 142
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The Tuberous Selerosis Association

¢ Fi 11 “
for the Year Ended 31 Decemnber 2016

FIXED ASSET INVESTMENTS

Shares
Cash held by investment manager for reinvestmeni

Additional information as follows:

MARKET VALUE
At 1 Jarary 2016
Additions

Dispoaals
Revaluations

At 31 December 2016

NET BOOK VALUE
A1 3] December 2016

At 31 Decomber 2015

The gains on investment assets of £490,334 (2015 - losses £59,860) are made up of realised gains of

2016
£
3,361,249

56,920

2015

£
3,039,015
16,410

3,418,169

3,055,425

£158,775 (2015 - £13,075) and varealised gains of £331,559 (2015 - losses £72,935).

Quoted
shares and
nnit trusts

£

3,039,015
348,962
(517,062)

490,334

3,361,249

3,361,249

3,039.015

Investments held in companies outside the UK amounted to £1,187,459 (2015 - £1,117,477),

Investrments (neither listed nor unlisted) were as follows:

Brewin Dolphin capital account

The capital account represents un-invested cash held by the broker.

The historical cost of the investmenis at the year end is:
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2016 2015

¢ £
56,920 16410
2016 2015

£ £
2,052,225 2.036,009
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The Tubstous Sclerost -

for the Yeer Ended 31 Decentber 2016
DEBTORS: AMOUNTS FALLING DUE WITHIN ONE YEAR
2016 2015
£ £
Other debtors 37,798 27,457
CREDITORS: AMOUNTS FALLING DUE WITHIN ONE YEAR
2016 2015
£ £
Social security and other texes 8,040 1,425
Grants awarded _ 650,614 £39,580
Penslon fund - 34,787
Accrued expenses 8i,220 104,283

739,883 786,075

The provision for grants awarded je for the full amount of future expenditure up tw the committed
amount of each grant, The following table shows the research ingtitution, » breakdown of the
unexpended commitment brought forward, the amount paid, the commitments erising during the year
(and hence recognised in the Statement of Financial Activities {SOFA)) and the unexpended
commitinent carried forward at the end of the year in respeet of each grant. Further detail in respect of
each prent is given in nots 9.

{ comtinaed
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The Tuberous Sclerpsis Association
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CREDITORS: AMOUNTS FALLING DUE WITHIN ONE YEAR {continued)

* University of Birmingham

# Brighton T8 Registry

* Institute of Paychiatry, Kings College
London

* Ingtitute of Medical Genetics, Cardiff
* University College london

* Institute of Medical Genetics, Cardiff
* Ingtitute of Medical Genetics, Cardiff
* Institute of Medical Genetics, Cardiff
* Addenbrooke's Hogpital, Cambridge
* Department of Neuroscience, Erasraus
Medical Centre, Netherlands

* Centre for Integrative Physiology,
University of Edinburgh

* Division of Child & Adolescent
Psychiatry, University of Cape Town,
South Aftica

* Institute of Medical Genetics, Cardiff
Schoo! of Psychology, University of
Birmingham

* School of Psychology, University of
Birmingham

* [nstitute of Psychiatry, Kings College,
London

* Cardiff University

¥ Research Departiient of (enetics,
Untvergity College, London

* University of Manchester, Faculty of
Life Sciences

* University of Noitinghan, Division of
Respirgtory Medicins

* Erasmus MO, Department of Clinical
Genetics

Apalysis;
Falling due within one year

AL1/1/16 SOFA Paid  At31/12/16
£ £ £ £
3,500 - 3,500

100 ) - 100
33,500 . . 33,500
7,580 05,754 (Q1,2849) 12,050
11,443 . (11,443) -
92,304 . (66,483) 25,821
104,764 . (57.043) 47,721
19,157 ; (1526) 11,631
13,053 . 13,053
67,645 49,289 (48263) 68641
78,333 53,410 (48042) 83,701
18,000 18,000 (18,000) 18,000
31,461 22,000 (21,610 31,850
32,483 1,400 (25,966) 7,917
14,172 11,338 (11,338) 14,172
59,922 61,586 (59922) 61,584
19,204 19,407 (18787) 19,824
32,959 34,616 67,575
. 60,775 (3,635) 57,140

. 53,689 (3,650) 50,039

: 22,795 22,795
639,580 434059  (423003) 650,614
650,614

Falling due after more than one year (note 20)
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The Tuberous Sclerosis Agsociation

e i

)

ts - [t

forthe Year Ended 31 December 2016

ANALYSIS OF NET ASSETS BETWEEN FUNDS

Fixed assets
Investtuents
Current assets
Current liabilities

MOVEMENT IN FUNDS

Unrestricted funds

Greneral fand

Endowment Fund .

Aan Hunt Research Fellowship
Kilmaine Family Research F eliowship

Restricted funds

Jane Medcalf Memorial
Family Care and Sopport
Education

TOTAL FUNDS

2014 20135
Unrestiicted Restricted  Total funds  Total funds
funds funds
£ £ £ £
5218 - 5218 9,142
3,418,169 - 3,418,169 3,055,425
166,885 11,663 178,548 742,827
(739,883) - __{739.883) (786,075)
2,850,389 11,663 2,862,052 3021319
Net Trensfars
movement in between
At 1/1/16 finds funds At 31/12/16
£ £ £ £

- {282,918) 291,918 -
2,330,068 241,325 (291.918) 2,279,475
18,600 (18,000 . -
632,500 (61,586) - 570,914
2,980,568 {130,179 - 2,850,359
2,856 {1,200 . 1,756
6,164 - - 6,166

31,629 {27,888) - 3,741
40,751 (29,088) - 11,663
3,021,319 (159,267} - 2,862,052
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forthe Year Ended 31 December 2016

MOVEMENT IN FUNDS - contlnued
Net movement in funds, included in the above are as follows:

Incoming  Resources Gains and Movement in

resources expended losses funds
_ £ £ £ £
Torestricted fmands
General fimd 266,670 (558,583) . (291,918)
Ezdowment Fund 128,054 (377,063) 490,334 241,325
Ann Hunt Research Fallowship . (18,000) - {18,000)
Kilmaine Family Research Feliowship . {61,580 - (61,586)

394,724 (1,005,237) 490,334 (130,179)

Restrieted funds

Education 23,754 (51,642) - (27,888)

Jane Medcalf Memorial - {1,2000 - (1,200
23,754 (52,842 - (29,088)

TOTAL FUNDS 418,478 (1,068079 490,334 {159,267

Unrestricted funds

Endowment Fund

The endowment fund consists of the unspent balance of the bequest received from the late Mr H I
Leech in 1993, Further datails are given in the Trustees Report.

Kilmaine Family Research Fellowship

During the year the Associgtion received a significant donetion from The Lady Kilmaine. The
Truséses have decided that this fellowship should fund the resgarch inte “designing s protocol o
meaguree the davelopment trajoctory of infants with Tuberous Sclerosis.

Arm Humt Research Fellowship
This fellowship was used to fund 2 veseach grant "Understanding and Treating Neuropsychistric
Disorders”, The final payment in respect of this fund was mede during the year.

Restricted Funds

The restricted funds relate to donations and grants, which were given to the Association for specific
purposes, The restricled funds keld at 31 December 2016 relate to the unspent portion of specific
donetions,

Donations and grants towards research were uged to help fund Wbe rescarch grants awarded during the
year,

The Janet Medcalf Memorial Fund 18 a fund set up to assist members by way of small grants of £300
sach, Four such grants were awarded during the period.

Donations end gramts towards family care and support were in the nain used to help fund the salaties
of support workers,
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uberou is Association
for the Year Ended 31 Decermbar 2016
MOVEMENT IN FUNDS - continued

Transfers between funds

During the year, the endowment fund has also been used fo meet the deficit arising on the general

fund, in accordance with the Association’s policy, A transfer of £291,918 has been made from the
endowment fund in this regard.

RELATED PARTY DISCLOSURES

As permitted by the Memorandum and Ardcles of Assoclation, payments are made to cartain Trustees
and other related parties for servicos provided to the charity,

Ashraole & Co, a firm of Chartered Cestified Accountants of whom the Treasurer Mr D R Veughan is
a Partner, received VAT inclusive payments of £14,195 (Year ended 31 December 2015 - £13,000)
for services relating to the boakkesping and accountancy work of tha charity. This work is carrled out

in & separate office from the one from which Mr Vaughan operates and under the supervision of
mnother Pariver in the firm.
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