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Adyocacy for Neuroacanlhocylosis Palients

REPORT OF TH€ TRUSIEES

The board of trustees have pleasure in presentjng their annual report on the affaiF ot the chatitable
company together with the financial statements for the year ended 3l August 201 l.

Structure, GoyornarEo and nanag€fnort

Nsture of goyeming docum€nt Articl6 and iib.norandum of Association

l|eihod! adop6d tor lhe recruitnent.nd appoinhront of n€w tu3b6a:
During lhe year the charity put otrt reguests for additibnal truste6 without a resporEe. Subsequently the
trustees identitbl tv.o potential trusle6 wiro atler# tte boad.neetings h Jur€ and Septernber 201'1.
tlew truslees rv b€ elecled solely by tl|e Feseot ttuslees and all bustee will be subjed !o limited t€rmi
ot office.

The truslees meet quarlerly in a formal meeting with an advanced agenda.
Trustees and offce.s are volunteers. There is no salaried staff.

Conltitution - Arlicles and lomotrndum of A.3ocirtion

Trualaoa

- The trustees, who are also diredols for tt|e puaoses cf the Companbs Ad 2006, who served during the
year lverc:

Francesca Roberts, appointed 11 Novefi$er 2009
Virginia lrvine. appointed 28Au9usl 2009
Glenn lMne, appoint€d 28 August 2009
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Advocacy 60r Neu roacanthocytoais PatiBntr

Obiective! aod Activitiie! 60r th€ Public 8€n€fi1

Public Ben€lit

The Advocacy for Neuroacanthocytosis Patients benefits a group of patients around the wodd who suffer
from very rare chronic neurodegenerative conditions samilar to Huntington's disease and Pai(inson's
disease that begin in earty adulthood and leave patiet'/ts wholly dep€rxlent on carers. Th€re are only 10
knryn patients in the United Kingdom and lilely terer than 500 oo earth. The world-wide tigure is
unknown. The Advocacl works closely with ihe palbnt groups for a relaled disease that atfec{s children;
however there is no other charity supporting those with ihe adult diseases. The specific public benefit
obieclives ot the Advocacy are:

1) To promote and protec{ the physical and rnental hea[h ot sufferers of neuroac€nthocytosis
diseases and their tamilies through ihe provision of support, educ€tion and praclical advice

To this efld tye publish an ens,,s letter twice a y€ar that builds a comrnunity by Eha.ing patient
exp€riences and infonnatbn lhat may be of praclical help with the familiat symptoms that affec'l
patients. We hetp patients to participate in studies that may lead to th€rapies Through a multijingual
website we help patients find and use our tesources. Through email' phone and petsonal meetings we
have frequent pe,so{tal contacl with the families oI patbnts and !r€ bring the voices and expenences
of patients io lhe medbal community. The Advocacf provides suppori for a diagnostic seMc€ to
Ludwb-Maximilians UniveBity. Munidl that has brought a diagnosis to patients around the worE

2) To advance the education of heallh professionals and the g€neral public in all areas relating to
neuroacanthocyosis. This disease group is so rare that most neurologists will not see a single
cas€ in their careels. To overcorne this hob in protessional knowbdge the Advocacy has
supported and h@ oqanize fi\re internatitlal scieotific symposia that have taken place n
Eu.ope, Asia and Nodh Anetica. The underEtanding of the rnedical community has b€en
broadened by two boo*s ihat have been published with ihe Advocacy's tinancial supporl and by
articles discussing the sympGia in scientific joumals.
Education is abo;bout 

'leaming 
and lo this end the 16vocacl petiodically calls for applicaiions for

scientific research grants. Such applacations are submitted on a fotm adopted ftom a leading
patient gtoup for a similar disease and ate subj6t to regulations simalar to those used by the
tngcome founoation. A scientific panel of thtee neurobgists. who teceivd no supporl in the
current year from lhe Advocacy. revie{s the applications. They in tum receive opinions from
scientisis directt involved in the specific fieH of research The scbntific panel makes
recommendations that are consitered by the boad that takes the final decision'

Achievomonts and Padom.nce:
Patients and their families regubrv e,Q.ess thanks to( the tegulaf ne{,sbtter 6 "\€ll as the personal

contacl rve maintain. our orea cootaa wiur the tarnilies of nflty diagnos€d patients has encouraged
people who otherwise feel complEtely isobted by lhis very rare dise6e With Advocacy suppon the
inteinational case Registry grerv during the y6ar to detailed reports on 38 cases of the disease. We have
taken the initiati\re to lxpinO ne negistry by lro11ing with professionals to obtain approval for including
patient information on lhe Registry fto.n InstiMbnal Revierv Boards



Financial Reviow

The charity ended ils litst year with reserves at 31/8f20'l 1 of t37,517. lE polica is to use its full
resources to its educational aM research woft each year. The chadty has very limiled expenses as the
work is done by volunteers using home offce facilities.

Broadening the inierest in basic scbntifc research into the causes of the M diseases and moving towafd
development of lherapies. In response to a call for research proposals the Advocacy received three
applications |fom universitbs thal vtere revbf,ted and approved by the independ€nt scientific panel.
These projects totalled e76,122. The agreenern tyith the recipient universitles permiis the Advocacy to
terminate lhe grant without cause or notice. Through its o,vn resources and donations made by AdYocacy
supporters direcf to grant recipients appro\red grants have b€en paid or are cq,ered by Advocacl cash
res€rves as of October '1. 2011.

Advocacy for Neuroacanthocyt6ia Pationir

During tl|e period to Augusi 31, 2010 lhe cfiar,ty publisH tyvo editirns of it's e-newsletter. NANews thal
contained much infonnatbo for sufferers m neuroacantlroqdo{ilr (l.lA) ard it was in contad with the
tamilies of patients around ihe wo.lC. The Advocacy also financially supported the provision of a tree
diagnostic service lor the most prevalent of the tlA diseases. In 2010 the Mvocacy agreed to supporl
three major basic science research pf(iecls at The Nijrnegen Centte for Mobcular Life Sciences, the
UniveJsity of Michigan and Dresden Technical Uni\re6ity that may shed light on the cause of
neuroacanthocy{osis. These are earty steps toward the€pies thal win sb,v{own, halt or cr]te lhe
diseas6. An intemational patient case regisiry and furtrer contribulion of post mortem brain tissue vrere
also developed during the period.

To advance education relating to I'lA, a great deal of Mvocacy effort twnt into organizing during 2010 an
international medical syrnposium that was supported by the National Institutes ot Heatth and the
Movement Disorders Society. This willlake place on &ober 1-2, 2010 in Eethesda, MD, USA. and
aitracl sDeakers and scieniists ftom arourd EutoDe ard the United States as well as a number of patients.

Plans for Fuiuig Pedod3

The charity plans to continue to tocus on
. Communication with palbnts and their familbs through personal contac{ by email, phone and

visits io eficourage and bfing nev€ ddetrloping thefapies to fieif atter{ion aod lo use donatlons
to cootihue a program{E of educafion and .e6€atctl.

. supporting a symposium ptanned for Gober 2127, 2012 in The Netherlands and a call tor new
research grant p,oposals will made at the erd o12011.

. Proviling financbl suppo.t to the thtee basic research proiects that v,ere approved in 2009.

. Continling suppo.t to the ftee diagnostic service ahd the intematbnal patient registry.



Advocacy for Neuroacenlhocytolis pstienls

S'ATETENT OF TRUSTEEA' RESPOXS|a|Ln|€S

The trustees are responsibl€ for preparing the annual report and the financial slatements in accordance
with applicable law and regulalions.

company law requires th€ trusle6 to prepare financial statdnenls tor each financial year under that law
lhe trustees are required to prepare the finarEial stateoEnts in acco.dance with United Kingdom
Generally Accepted Accouoting Pradice (United Kingdom Accounting Standards and applicable taw). The
financial statements are required to give a true and tair view ot the state ot aftairs ot the charity and ot the
In@mrng resources and application of resources of the charity, including |ts income and expenditure, for
that period. In prcparing these financial statements the trustees are requir€d to:

. selecl suitable accountrE policies and then apply them consislentM,

. make judgnEnts and estrmaies that are reasooabb and pruder{:

. ptepare the tinancial statements on tt|e going concem basis unless il is ioappropdate to presume that
the charity will continue in business

The lrusbes are respoosible for keeping prope. accounting records that disclose with reasonable
accuracy at any tirne the financial position of the charw and enable them to ensure that the financial
statetnents compry with the Compgries Act 2006. They are alEo respoflsibb for safeguarding the assets
of the cha.ity and hence for taking reasonable steps ior the prevention and deteciion of fiaud and othet
inegulailies.



Advocacy fo. Neuro.canthocylosis Patent3

INDEPENDEIIT EXAflINER'S REPORT io o|o Trustss! of
Advocacy ior Nouroac.nihocylosis Paiiontg

I report on the accounts ot lhe company limiied by guaraniee for the p€riod ended
3l Augwt 201 1, which are set out on the b rtNing 9a983.911 .

Relpective re.pon3ibilitier of tu3tt3! .nd €x.minor

The charity' irustees are tesponsibb tor the preparatbn of the accounts. The charity's trustees Gonsider
ihat an audit is not required for this year (under section/t3(2) of the Cha.ities Act 'l 993(the 1 993 Aci) and
that an independert examination is needed.

It is my responsibility to:
. examine the accounts (section,t3 (3Xa) of the 1993 Act);
. to follow procedures laid down in the GerEral Direclions given by the Charity Commissioners

(under seclion 43(7)(b) of the 1993 Acl;
. to stale whether particular maltets have cofi|e to my attention.

B8!b ot indepondont oramino/r .s?oft

My examination vras c€ried o(i in accordance with the General Direcibns given by the Charity
Commissioners. An examanation includes a review of the accolnting tecords kept by the cfiarity and a
comparison Of the accounts presented with those recotds. lt also includes Conaideralion of any unusual
items or disclosures in in the accounts, and s€€kirE expbnatbns fiom you as trustees @nceming any
suci matiers. The Drocedures undertaken do not provite ai tf|e evidence that vould be required in an
audit and consequently t do nct epress an audit opilior on tt|e view git/en by the accounts.

lndependent eramino/s !t bfisn!

In connection with my examination, no matter has co.ne lo my attenton:
1) Vvtktl gives me reasonable cause to belbve that in aoy materbl respeci tlte requirements:

a. To keep accour ing recotds in accordanca with s€ctbn 41 olthe 1993Acl; and
b. To prep€te accounts wftich accod wir| the acco{.rntitE teco.ds and co.nply with the

accounting requiremerG ol U€ I 993 Ad
have nol b€en met or

2) To which, in my opinbn, attentbn should be drawn in oder to enable a proper undetstanding of the
acrounts to b reached.

lt-u-
Glyn fl.cAul.y, FCA
January 26, 2012
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Advocacy for Neuroacanthocl osits Patients

STATEMENT OF FINANCIAL ACTIVITIES
(tNcLUD|NG TNCOUE Al{D EXPEI{DTTURE ACCOUNT)

FOR THE yEAR TO 31 AUGUST 2011

Incoming Rdources fmm C€n€rrted F'unds
lncome fiom Donations
Total lncoming r€lorrces

Resourcd Erpended
Chrritrbl€ Activiti€s
Res€anh & Symposium
Govemance Costs & Misc expens€s
Education expens€s
Researrch Proposal Grants paid in year

Tot l Relources Elpend€d

Net iNom€ for tb€ y€rr

Fund B.hncd rt I Scpl€mbcr 2010

Net Income for Y€{r to 3l st Aug 201 t

Iund Erlrnc.! d 3l Augut 20ll

Not6 unres{ricled
t

2 63,811

ResEicted
t
1,275

2,0t I
t
65,146

63,871 |,2t5 65,t46

3,189
715

29,362

5,392
| , 3 1 5

29,362

2,203

i
332f5 2,803 36,069

30,605 ( r,52E) 2g,O? l

5,305

30,605 (  1,528)

8,440

29.O77 8,440

35,910 \607 375!l

Crsh FlorY St.tement
op€rirg Bslanc€ al ls Sep 2ol0

Receipts - Income
Payments - Ere€oditue / Gra s

Closiog Balance at 3 I st Aug 201 I 39,020 tfi1 {[6?7

5,226
63271
29177

3,t35
1,275
2,E03

E,361
64,546
32,240

The statement of financial activifies also complies with the requirements for an income and expenditue account
under the Companies Act 2006.

All of the above resuls are derived from continuing activities- Therc are no recognised gains or losses othel than
those stated above.
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Advocacy ior N.|rrcac.n0|ocybb Pffi

BALA'ICE SHEET
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nSzl
T'

u6!
v,

ao,7{5

{  l . lE.r)

37517

t1511 tA{o

r,$t I,135
359tO 5J&t

flsn 4,4,O

The r.ormtr rwt! qptoyld od afiorigl fu irsr by tie Bocd oo }Iovcob.r 23,2011.

Trutba
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Advocrcy for lleuroacanlhocytoci! Prli.ntt

I{OTES TO THE FII{AIICIAL STATflEI{TS

FOR THE 'GAR E'TDFjD 31 A''E"S| MlI

Accour ing polici..

l. 8..is of pFprr.lion.

The accour s lwe be€n pEpard wrfu U|e frigiorical coel cdnv€r{bn and in accordance with
appli.rble accountir€ stardards, lhe StaEnent ot R€commended Praaiica, "Accounting and
Reporting by Chariti€6", issued in Mar.fi 2005 and lhe Compani6s Act 2006,

Accounts ha\re besn pFparBd urder the Accfual basis.

2. lnconring raourrt!.

All income carE ftom donatbng and GifrAb. Resticied domtix|s are noGd separately.

3. Rs.€rrch & SynpoElunr.

The amount of $,180 br unr6ltii6d spettd rdabd to Aulop8y cGtE br t|e UniYeFity of
Mhn€se (€1,&tn and a contlrulin io lhe 2012 Sytnpqtium (€1,3f2).

Th€ amount ot e2,203 ior .6tict€d 89end ]e*ated to a Fqed at iit Sinai.

a, T.nglbb nr.d ....1r.

The{e are no tangibb ft(€d csets

5. D.btor!.

3. Thb is an arnouart due from a relabd tdirE company.

-  l l  -


