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Introduction

The Cardiomyopathy Association is a
national UK charity, formed in 1989,
that works to provide information and
support to individuals and their families
affected by cardiomyopathy.
‘Cardiomyopathy’ is a medical term
meaning ‘disease of the heart muscle’.
It is often thought of as a ‘rare’
condition. It therefore receives less
attention than many other conditions.
This perception is wrong. Some forms
of cardiomyopathy are estimated to
affect 1 in 500 of the population.

The condition can have a wide range
of presentations. For example, there
may be no or minimal symptoms and
the individual may not even know they
are affected. In others the first
symptom may tragically be sudden
death. Thankfully, the latter affects
only a small percentage of those
affected by the condition. However,
the risk remains and a great deal of
medical attention is focused on
identifying those at risk so that
preventative measures can be taken.

People diagnosed with
cardiomyopathy face a bewildering
situation as they come to terms with
their situation and seek to learn more
about the condition.

The Cardiomyopathy Association is
there to help them. Our services
respond to the feelings of anxiety,
isolation and confusion which people
commonly feel when affected by
cardiomyopathy.

We work to empower people by
helping them to understand
cardiomyopathy, allaying their fears
and promoting independence.

We provide information booklets, a
help line, a website and regional
information meetings.
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We also support clinical care by
funding specialist nurses posts in
different parts of the UK and provide
free educational opportunities doctors
through our academic conference
programme.

We understand and we sympathise
but mostly we take action to help

‘I've really enjoyed raising money for
this friendly and supportive charity. It is
a great information source for those
who have cardiomyopathy and it is
working hard to increase awareness of
this little known but quite common
disease’

Emily Mayo, CMA member

‘I'm really grateful for the support the
CMA has given me — from providing
me with lots of information about
cardiomyopathy to giving me a chance
to speak to others who know what |
am going through. Having experienced
first hand the help the charity provides,
| want to support this work where |
can’

Mark Hayden, CMA member and
trustee



Chairman’s
Message

We celebrated our 20™ Anniversary in
2009. | wonder if Carolyn Biro, when
she formed the Association to help
patients get information about the
condition, envisaged the international
Association that now exists supporting
sufferers  throughout the  world
particularly through the internet and
our web site but also by holding
cardiology conferences attended by
cardiologists from all over the world.
The achievement with so few staff and
so few overheads is truly amazing.
This is due to the commitment of all
concerned.

However 2009 was one of the hardest
economic environments that the
Association along with every other
charity, company, and family, has had
to face in recent memory. There were
already extreme conditions facing the
charity at the beginning of the year
which could have resulted in the
Association having to radically change
its appearance and function. The fact
that this possibility was avoided is due
to many factors too numerous to
mention here.

The key developments though can be
summarised briefly.

All the staff of the Association and the
volunteers continue to commit their
time and efforts in maintaining income;
minimizing costs; and providing
maximum value to the membership,
their families, and friends. The
membership continued to raise money
against all the economic odds that
prevailed. Whether it was 50p raised
at school or thousands raised by
putting ones body through pain round
marathons, half-marathons and other
challenges. We must never forget the
many people who donate time and/or
money when their connection to the
Association is extremely tenuous. To
all we are grateful.

The Association also had hired the
services of a financial consultancy

00 018 1024

specializing in charity fund-raising.
They are focusing on grant
applications and it is hoped that their
efforts will bear fruit in 2010 to support
our traditional fundraising.

The landlord of the offices agreed to a
new lease which removed constraints
on the Trustees in terms of reserves
that had to be maintained and we are
grateful for that.

Finally a significant enhancement to
the Association was the agreement of
the John Ellerman Foundation to
provide a grant of £ 30,000 per annum
for three years to fund an additional
nurse. This was agreed to be for a
nurse to work directly for the
Association and, after a long
recruitment process, the position has
been filled. The Association can now
offer a dedicated qualified medical
resource to support our activities
generally and the questions of the
membership specifically.

| also want to thank our President,
Professor Bill McKenna, and our Vice
President, Dr Perry Elliott, for their
support and all the other medical staff
throughout the UK.

The Association had a deficit in 2009
but the deficit was less than expected.
We cannot be complacent as there is
no doubt that 2010 is going to continue
to be a difficult time to raise money.
We do not receive any government
assistance despite the considerable
assistance we have provided to the
NHS. We must continue to meet the
challenges that 2010 will bring but |
thank everybody concerned for their
assistance in 2009 and their
commitment to continue that effort
through 2010.

Peter McBride
Chair of Board of Trustees



Cardiomyopathy
Association Key
Achievements in 2009

With the help of supporters, created
an additional two cardiomyopathy
support groups in the UK

Recruited 12 more people (56 in
total) to our key contact network that
offers one-to-one support on the
telephone or by email

Completed our funding of a
specialist cardiomyopathy nurse post
in Belfast and continued to provide
funding to centres in Sheffield and
London. As a result of the CMA, the
Glasgow and Belfast nurses are now
being paid for by the NHS

Continued to provide information
materials free of charge to individuals,
clinics and hospitals

Provided more than 200 free places
to medical trainee grades at medical
conferences to assist in their
understanding of best practice in
managing and treating
cardiomyopathy

Organised our first European
medical seminar on Fabry’s disease,
which has a close association with
hypertrophic cardiomyopathy

In partnership with the British Heart
Foundation, upgraded our
cardiomyopathy information booklets

Continued to work with the
Government in our campaign for better
services for cardiomyopathy patients
and families
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Fighting Cardiomyopathy
since 1989

Produced a children’s
cardiomyopathy booklet and
distributed it to over 50 paediatric
clinics in the UK as well as to families
all over the world

Cardiomyopathy
in children
and young people

A guide for
families

Contributed to a report, entitled
Heart to Heart, which reviewed and
advised on developments needed in
services for inherited heart disease

Continued to provide information
and support to families, and assisted
with many other projects aimed at
helping families affected by
cardiomyopathy

‘When | was first diagnosed it felt like
my world had crashed down around
me, with nowhere to run and nowhere
to hide. With no direction, | needed
help and the CMA provided that help;
they gave me lots of advice and they
encouraged me to get on with my life’

Daniel Jackson, diagnosed at age 13



Anniversary Year

A view from the CMA President,
Professor William J. McKenna

When the CMA was started by Carolyn
Biro in 1989 there was little awareness
in the medical community of
cardiomyopathy. Carolyn had the
condition herself, and knew a great
deal about it. She decided the best
way forward was to empower patients
by giving them the right information.
After producing detailed information for
patients she and the CMA set about
increasing awareness of the condition
in the medical community in the UK
and out of this, the international
community.

Twenty years on, the medical
community has changed its attitude
and is aware the condition runs in
families and that gene testing is
possible.

In more recent years the CMA's
support for regional cardiomyopathy
clinics in Belfast, Glasgow and
Sheffield, including funding specialist
nurses in each city and also at the
Heart Hospital in London, has spread
awareness of best practice around the
UK.

The CMA has also funded a
telemedicine service that allows
cardiologists in the regions to discuss
face-to-face online difficult cases with
top specialists at the Heart Hospital in
London. This has spread medical
expertise and allowed patients to
access the best advice without having
to travel to London.

The blue print for new government
guidelines on the treatment of people
affected by cardiomyopathy is
modelled on the CMA's regional
clinics' set up. New centres are being
set up around the UK and in Greece
and Spain using this model,

with Greece and Spain making use of
the CMA's booklets on the different
types of cardiomyopathy translated
into their native languages.

The first UK medical conferences
dedicated to cardiomyopathy were
held by the CMA with heart specialists
from around the country and beyond
attending. This approach had a major
impact in not only raising awareness of
the condition but also in improving
standards of care.

The CMA's work with the Heart
Hospital has been mutually beneficial.
The funding of a cardiologist there for
two years led to permanent extra
consultants dedicated to treating
cardiomyopathy patients.

On the political front, the CMA has
worked with the government on
producing Chapter 8 of the NSF for
Coronary Heart Disease, Arrhythmia &
Sudden Death, and is now on the
board overseeing implementation of
the chapter's recommendations. It is
also  working  with pathologist
organisations to improve  post-
mortems in cases of sudden cardiac
death and ensure that appropriate
tissue samples are taken (once family
consent has been given).

So what work does the CMA need to
do over the next 20 years? The most
immediate need is to continue offering
support to patients, but also to
campaign for more gene tests for
families. Finding more gene mutations
that cause cardiomyopathy and
looking at how these mutations cause
disease is very important in improving
care.

The CMA must remain flexible in its
approach but a major goal should be
to establish genetic testing as an
important part of clinical practice. This
is a principle established in the NSF
that must be implemented.



Chief Executive’s
Review

The emergence of the economic crisis
in the past year presented many
challenges, not least within the charity
sector. It has been essential for us to
respond effectively to ensure the CMA
continues to provide and improve our
core activities to inform and support
people affected by cardiomyopathy.

It has been my privilege to meet many
people who have given up their time
and made supreme efforts to help us
meet this objective. The CMA
continues to receive numerous
requests for information on
cardiomyopathy. In this global age we
are receiving increasing numbers of
requests from outside the UK.

This is testament to the fact that the
charity continues to be seen as a
useful and reliable source of
information and support.

With this ever-growing demand for
information and support comes the
responsibility of ensuring people
receive a timely and accurate
response.

Two significant developments in 2009
have contributed to this aim.

Information booklets

Throughout the year we worked in
collaboration with the British Heart
Foundation (BHF) to update and
redesign of our information booklets.
This successful partnership saw the
BHF provide the necessary funding
and design skills for the project and
the CMA the clinical expertise to

ensure the information contained in
the booklets was accurate.

The booklets were launched, dual
branded CMA and BHF, progressively
towards the end of the year and are
now being circulated widely in the UK
and abroad. The successful
partnership between the two charities
ensures a greater availability of the
booklets than existed previously

In the latter part of 2009 we were able
to appoint a Cardiomyopathy Support
Nurse. This was made possible by the
generous support of the John Ellerman
Foundation, and signalled a significant
step forward in the level of service we
are able to provide.

The sizable grant from the Foundation
enabled us to meet one of our long
held aspirations to have a nurse in our
main office to take direct responsibility
for the numerous contacts we receive.

Many people continue to be affected
by cardiomyopathy, either by being
diagnosed or through a friend or a
loved one being affected. Our
challenge ahead is to ensure our
services are here and easily
accessible.

We will continue to campaign for
improved services for those affected
by cardiomyopathy.

We will continue to support excellence
in clinical care by direct funding and
education.

We will continue to be there to help the
many families affected by
cardiomyopathy.

Robert Hall
Chief Executive



Review of Activities

Raising Awareness

Raising awareness is an essential part
of our work. This awareness can
extend from an awareness of the term
cardiomyopathy to a doctor having a
better understanding of the up to date
medical management of the condition.

CMA News, our quarterly newsletter is
now circulated to over 6,000 people.

\ ‘ LY
Regional information day

Our programme of regional information
meetings in 2009 once again
consisted of five meetings and
provided people living with
cardiomyopathy the opportunity to
hear concise presentations on the
development, care and treatment of
cardiomyopathy

Our telephone Helpline where callers
can speak to an experienced cardiac
nurse receives over 50 calls per week.
Our online ‘Help Desk’ service where
people, not only from the UK but also
from across the world, can have their
guestions answered by a
cardiomyopathy  nurse  specialist
received over 500 contacts.

Our website is one of the most active
information sites on the internet,
receiving over 4,500,000 page views
in 2009.

All our services are provided free of
charge to ensure there are no
obstacles to the access of the

information people with
cardiomyopathy need.

Supporting Clinical Care

The National Service Framework
Chapter on Arrhythmia and Sudden
Death was published in 2005 and the
CMA has continued to play an active
part in the Department of Health's
implementation Board.

The Association has continued with its
programme of funding cardiomyopathy
nurse specialists in specific locations,
along with providing a telemedicine
link to the Heart Hospital in London, to
support local clinics and the work of
the Association. We are delighted that
in every situation where we have
funded a nurse, and previously
cardiologists, the relevant trust has
taken over the funding at the end of
our commitment. The  funding
committed by the CMA will continue to
provide benefits to families affected by
cardiomyopathy.

\-..
CMA Nurse Joanne McOsker

Dr Pascal McKeown, Consultant
Cardiologist at the Royal Hospitals in
Belfast said, “The CMA funding and
associated public awareness
campaign was pivotal in gaining
support from the Department of Health
in Northern Ireland. There are now
plans to set-up family-based clinics so
parents and children can be seen at
the same hospital.

Dr McKeown added: “We believe that
the quality of the service has also



improved. Nine out of ten respondents
to a patient satisfaction survey rated
the service as either excellent or very
good.”

We hope to be able to continue the
funding of these appointments and the
long-term value they provide.

With a view to the future the CMA
accepted an invitation to contribute to
the Government document on the
future  development of inherited
cardiovascular disease clinics. ‘Heart
to Heart’ was publish in June 2009 and
sets out clear recommendations on
what services should be available in
clinics providing care for people
affected by conditions such as
cardiomyopathy.

Support Groups

Our growing network of UK
cardiomyopathy support groups is
something we place great value on.
These groups are organised by people
affected by cardiomyopathy and
address the feelings of isolation
people diagnosed with
cardiomyopathy  can  experience.
These are an extension of our Key
Contacts network and provide an
opportunity to meet other people in an
informal setting, share experiences
and learn more about cardiomyopathy.

We continue to support the groups by
mailing information about upcoming
meetings, providing speakers, and
providing direct funding where
required. We aim for every CMA
support group to receive a visit from a
CMA representative at least once
every year. We're pleased to report

two more groups were established in
20009.

Medical Education

The CMA annual medical conference
has become an established event in
the UK cardiology events calendar.
The meeting continues to attract 150
delegates from the UK and overseas.
In response to economic difficulties
resulting in reduced funding being
available for training the CMA once
again provided free places for medical
trainee grades at the conference. In
2009 this ensured over 100 doctors
could attend a high quality educational
meeting that they would not have
otherwise been able to access.

Post-Graduate Course on
Anderson-Fabry Disease
and the Heart

Saturday, 16™ May 2009

The Hallam Street Conference Centre,
44 Hallam Street,
QNA- London,
: WiN 6AE
Pl
1

on application
ce organisers

o

The 2009 national medical conference
focused on Dilated Cardiomyopathy
and Left Ventricular Non Compaction.
For the charities 20th anniversary year
it was appropriate that CMA President
Professor William J. McKenna, of the
Heart Hospital London, delivered the
third annual Carolyn Biro Lecture on
the development of cardiomyopathy in
the preceding 20 years.

The conference was followed by an
academic seminar on Anderson Fabry
Disease and the Heart. This provided
an opportunity for 30 doctors to attend
this meeting, free of charge, and learn
more about this condition and its link
to cardiomyopathy



Supporting the CMA

The CMA receives no Government
funding and Dbelieves it is a
fundamental right for a person to
receive the information they require
when affected by cardiomyopathy. As
such, all our information services are
provided free of charge. This stance
presents us with a challenge to raise
the funds to ensure we can continue
our work.

As a demonstration of the CMA'’s
commitment to responsible fundraising
we are now members of the
Fundraising Standards Board.

The following is an overview and
space constrains us from mentioning
all the efforts made. However, our
gratitude towards our supporters is
unsurpassed. Whether it be by
providing a small or large donation
they have contributed to the ongoing
development of the Association.

We have continued to develop our
running events programme by
introducing new events and recruiting
new supporters. In 2009 approximately
230 people ran for the CMA, raising
over £120,000. The unseen part of this
achievement is the hours of
preparation the runners put in.

Supporters  have taken part in
‘challenge events’ such as skydives,
cycling events and fire walks.

The Alun Jenkins memorial golf day
and dinner raised £10,500.

We have introduced new initiatives
such as an annual raffle, home
collection boxes, a CMA calendar
where  supporters designed the
individual pages, a programme of
street collections, and a ‘CMA Friend’
scheme to allow supporters to provide
regular support to the charity.
Significant progress has been made to
increase the contacts database of the
charity and work will continue on this
to bring awareness of the work of the
Association to a wider audience.

A programme of applications to grant
making trusts was instigated. As well
as the aforementioned John Elllerman
Foundation we are grateful to the
D'Oyle Carte Charitable Trust, Zurich
Cares and the Katherine Laurence
Foundation for their provision of grants
in 2009.



The Polden family raised £10,235, in
memory of their son Mike, with the
help of Warley Park Golf Club. Exeter
University and Exeter City F.C. also
contributed £3,000 from their annual
football match.

15 supporters took part in the Santa
Run in London’s Greenwich Park,
raising £972.

Lynn Hedgecoe organised a 1930’'s
themed concert and raised £6,183.

The llkley to Bowness Walk raised
£12,071 in memory of Lindsay Horner.

The CMA was honoured to be chosen
as the main benefiting charity for the
Tunbridge Wells Half Marathon. Our
thanks go to Sarah Russell and Paul
Roome for their great support that
raised £10,358.

CMA Friends Scheme

Many supporters gave up their time to
take part in street collections.

Our thanks go to everyone who has
given their support to ensure we can
continue our work.



Income & Expenditure

The Statement of Financial Activities
shows a deficit of £187 for the year
compared to a deficit of £104,227 for
2008. Income increased by
approximately £80,000 which, with
tight control of costs, we were able to
maintain our level of support and
services without further threatening
our level of reserves.

The Trustees are dedicated to
continue to strive to increase income
and to explore new avenues of raising
funds. The current economic
conditions expand the challenges
which face the Association. The
results in 2009 reflect what can be
achieved despite the challenges and it
is hoped that, with the continued
efforts of the Association and the
membership, this can be maintained.

The Association receives no support
from any Government Department and
the support from Corporations is
focussed on the Medical Conferences.
So that the ability of the Association to
meet its current commitments and
increase those is totally reliant on
voluntary income raised by the
membership and their supporters.

Statement of the Trustees

The Statement of Financial Activities
and Balance Sheet are a summary of
the information that appears in the full
accounts, which have been audited.
Copies can be obtained from the
registered office: Unit 10, Chiltern
Court, Asheridge Road, Chesham,
HP5 2PX.

The full accounts were approved by
the Board of Trustees on 27" March,
2010 and have been submitted to the
Charity Commission.

Peter McBride FCA ATII
Chairman
Signed on behalf of the Trustees

CMA runners at the British
London 10k Run

The Oxford University Air Squadron
have continued to support the CMA
with their members taking part in many
fundraising events. In recognition of
their support the Squadron were made
honorary members of the CMA.
Squadron Leader Olly Barrett received
the award from CMA Chairman Peter

McBride

‘The CMA for me is a sense of
belonging to a community that, whilst |
might only tap into it occasionally, is
constantly available’

Lynn Hedgecoe, CMA member



These
summarised
accounts may
not contain
sufficient
information to
allow for a full
understanding of
the financial
affairs of the
charity.

For further
information the
full accounts,
including the
auditor’s report,
should be
consulted and
can be obtained
from our offices.

Income and Expenditure Account

Incoming Resources

Voluntary Income

Activities for Generating Funds
Investment Income

Total Incoming Resources
Resources Expended

Cost of Generating Voluntary Income
Charitable Activities

Governance Costs

Total Resources Expended

Net Incoming/(Outgoing) Resources

Balances at 1 January, 2009

Balances at 31 December,2009

Balance Sheet at 31 December 2009
Fixed Assets

Tangible Assets

Current Assets
Debtors
Cash at Bank

Creditors: amounts falling due within

one year

Net Current Assets

Total Assets less Liabilities

Unrestricted Funds
Restricted Funds

2009 2008

£ £
461,294 382,372
14,184 18,144
1,246 12,463
476,724 412,979
121,075 124,956
339,055 374,422
16,781 17,828
476,911 517,206

(187) (104,227)

209,146

208,959

2009

9,382

313,373

209,146

2008

12,509

59,949
206,303

29,613
225,056

266,252

254,669

66,675

58,032

199,577

196,637

208,959

209,146

162,882
46,077

185,485
23,661

208,959

209,146
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