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Foreword from
the Chairman
As Chairman of Heart Valve Voice, I could not be more pleased
with the year we have had. The momentum we have been able to
harness, and the drive and direction of Heart Valve Voice has been
incredible. We sit here at the end of 2019 as a well-respected and
reliable charity that is multi-industry funded and yet still driven by
the voice of our patients.
Just looking across the activities we’ve been apart of this year
is testament to the drive and determination of all those involved
with the charity. From the cricket, to the streets across Europe and
domestic and international conferences, we have made our voice
heard wherever we went, and we should be proud of that.
Our conference work has been incredibly strong across the year.
However, now, as well as being present at the key professional
societies, we play a driving role through presenting, patient
representation and influencing through our many media channels.
The strength of our conference work continues to improve
exponentially, and I look forward to us developing that in 2020.
Our third European Alliance meeting in Madrid was a major
success and certainly helped to make European Awareness Week
the success it was. A personal highlight of mine was seeing our
Street Doctors in London. 9ft doctors distributing our education
materials and engaging so many members of the public on heart
valve disease was a sight to behold, and it’s fantastic to see such
creativity in increasing awareness, engagement and education - as
well as affecting policy change.
It’s been a great year and one we can all be proud of. Well done to
Will and his team, and I look forward to what 2020 brings.
Chris Young
Chairman
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Summary from
the CEO
Looking back at our Vision Report from 2016 really crystallises for me
how far we have come this year. To see what we wanted to achieve
and then what we have achieved is incredible. Four years on from
that report we have taken aims and ambitions and made them into
realities.
Our Gold Standard of Care continues to gain momentum and
affect policy. To have this as a basis now for all our campaigns,

Wil Woan
Chief Executive

initiatives and educational materials makes us incredibly strong.
The signatures it received at our Taskforce Meeting from those at
the very top of cardiovascular care in the UK gives a huge amount
of power to it. Those endorsements drive us professionally and
personally.
This year has seen Heart Valve Voice as a team grow as our
voice and breadth of work does too. Elske Simpson joined us as
administrator, Oliver Sian Davis as Project Manager and Gregg
Hutchings as Policy Lead. We’re a small team but I can see the
passion, flair and creativity of everyone’s work in all that we do, and I
cannot thank them enough for their hard work over the past year.
As well as our team growing, so too have our resources and our
stakeholder engagement. As we grow so does our voice, and it
is clear to see from our Five Year Report that growth in influence
and effectivity. The development of that influence over primary
care, access and patient experience has been great to see and
emboldens us as we seek to do more.
We look forward to 2020 with our Gold Standard Taskforce to guide
our way on policy development, networks and new models of care
and technology and innovation. That kind of resource will ensure
that our work is pointed and progressive, and that we are a leading
voice in the heart valve disease landscape in 2020. We have big
plans for next year and I look forward to our voice growing in size
and power.
Wil Woan
Chief Executive
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Structure, governance and
management
Heart Valve Voice’s team has grown in all facets across the year.
We have seen an increase in Patient Advocates, Trustee
membership, team members and volunteers. That includes:

“Individual commitment

New faces in the Trustee Membership

work, a company work, a

to a group effort -- that
is what makes a team

• Alison Bainayoti (Patient Representative)

society work, a civilization

• Sue Alderton (Senior Chief Clinical Physiologist)

work.”

• Chris Arden (General Practitioner)
New faces at Heart Valve Voice Team

Vince Lombardi

• Elske Simpson (Administrator)
• Oliver Sian Davis (Project Manager)
• Gregg Hutchings (Policy Lead)
• Callum Ferguson (Content Manager)
This growth has allowed for significant increase in influence, reach,
creativity, research and output in all parts of Heart Valve Voice.

Alison Banayoti

Sue Alderton

Elske Simpson
Project Manager

Oliver Sian-Davis
Project and Fundraising
Manager

4 - the more we listen, the more lives we save

Dr Chris Arden

Heart Vaolve Voice - End of Year Report 2019

Achievements and
performance
Policy

“As heart valve disease is
increasingly treated, the
best practice examples
and practical guidelines
from Heart Valve Voice
help ensure those involved
are fully prepared to tackle
this disease.”
Joe Zacharias Chairman
British and Irish Society for
Minimally Invasive Cardiac
Surgery (BISMICS)

The relaunch of our Gold Standard of Care Guidance and the
subsequent Taskforce Meeting has shaped much of our policy work
this year and will continue to do so in the future. The endorsements
it has received gives it the weight and impetus needed to help us
continue to lead the way in heart valve disease policy in the future.
Our State of the Nation for Wales report was a seminal moment in
cardiovascular care in Wales. Illustrating the severity of the heart
valve disease problem faced by the NHS in Wales, and mapping
out practical solutions to improving patient pathways and
implementing improved working practices, will help to alleviate the
strain on medical services in Wales - as well as improving rates of
detection, access to treatments and patient experience.
Our Health Heart Survey Steering Committee brought together
patient led groups from across the UK and Europe and allowed
us to collaborate on effective policy and educational materials to
improve awareness, access and action. Alliances are a key part of
our policy work and the increasing strength of our alliances has
increased our ability to affect policy.
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Raising Awareness
Awareness is at the forefront of what we do, and we are constantly
thinking of creative and innovative ways to increase the reach of
our voice. Pulse magazine has been a key driver in our awareness
campaigns, and with 12 Pulse articles, with over 43,000 reached, we
will continue to use this tool to drive our awareness campaigns.

“Both through their public

Our Social Media reach has increased across the year on every
platform through focused and pointed social media campaigns,
with the introduction of an Instagram account adding to our
portfolio. This tool is used to drive led campaigns, interact with
patient advocates and reach new clinicians, industry professionals,
patients and family members.

Heart Valve Voice is

We have had national expose in the Guardian, Telegraph and Mail
on Sunday, as well as being an important part of World Heart Day
where we had national and international exposure through our
own work and collaborative work with European and US heart valve
disease groups.

Benoy Shah

Our program of webinars has also increased. By using this remote
format, we have been able to reach more clinicians, industry
professionals and patients. We also teamed up with Silversurfers who
hosted our webinars on their platform for their 100,000+ followers.
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awareness campaigns
and educating
healthcare professionals,
doing vital work to raise
the awareness of – and
support patients living with
– heart valve conditions.”

President of British Heart
Valve Soceity
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Events

“I commend Heart Valve
Voice for their Gold
Standard of Care report.
They have brought
together this Working
Group of leading
clinicians and patients to
describe the challenges
faced by professionals
and patients in managing
valve disease and have
suggested ways in
which services might be
improved. This will help us
in our collective ambition
to achieve the best
possible outcomes for
patients and will support
objectives related to heart
valve disease set out in
the NHS Long Term Plan.

Across the year patients, clinicians and volunteers have joined
us at series of events and awareness campaigns. Our St Thomas
Abseil was a huge success and wonderful experience for all those
involved. For EuroPCR we cycled over 350 km, with patients and
industry professionals, from St Thomas Hospital to EuroPCR in Paris
for our Third Annual Awareness Raising Cycle. Once we arrived,
we were received on the main stage at one of the year’s biggest
conferences – giving us massive exposure.
Our Ashes Testing week took us to Old Trafford where we raised
awareness, educated cricket fans and listened to hearts. We were
able to interact with a diverse group of English and Australian
cricket fans, who were very receptive to our information and keen to
have their hearts listened to.
European Awareness Week was an action-packed week which
took us to London, Belfast and Edinburgh with our Street Doctors,
computer screens via our webinars, classrooms with our Grandad’s
Heart Valve Disease Story as well as magazines, national press and
all forms of social media.
European Awareness Week also saw the publication of our Welsh
Report, which got national exposure as well as being discussed at
the Welsh Assembly. We continue to work with our Gold Standard
of Care Guidelines and Taskforce to shape UK cardiovascular
guidelines, and our Welsh Report is just the beginning of the
implementation of these guidelines in Wales.

I look forward to working
with Heart Valve Voice and
others in achieving this.”
Professor Huon Gray CBE
former National Clinical
Director for Heart Disease
NHS England
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Conferences
Conferences form an important part of our work, and at the
end of 2019 we are in a position where we are active players at
conferences – be that presenting, patient representation or media
influence. This year Heart Valve Voice attended:
• BCS Conference

“There are powerful tools
available to screen for
and diagnose heart
valve disease but
more awareness and

• BISMICS Conference

training around these

• ESC Congress, Paris

technologies is needed.

• EACTS Congress, Lisbon

Heart Valve Voice has

• BSE, Birmingham

supported these efforts
during our annual

• NICE Annual Conference

meetings, sharing their

• Reducing Health Inequalities in England

expertise in the patient

• HTAi 2019 Annual Meeting

experience and gaining

• Issues and Answers, Nottingham

support from clinicians
from all over the UK.”

• European Patient Forum, Brussels

Keith Pierce
President, British Society of
Echocardiography (BSE)
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Alliances
Alliances form a key part in what we do now, as well as giving us
platforms and materials to improve our future work and reach. Our
CEO Wil Woan is the Chair of Global Heart Hub Heart Valve Disease
Patient Council and has increased the membership from 6 to 10
patient charities since June 2019.
This platform to connect with other Patient Advocate Groups across
Europe will form an important part of our awareness drives in 2020
and beyond.
European Heart Valve Disease Awareness Week offered a glimpse
into what these collaborative efforts can do now and we look
forward to future collaborative work.

Looking Ahead
Looking ahead, regardless of the political backdrop, Heart Valve
Voice will continue to play its part in forwarding the interests of all
those facing the impact of heart valve disease.
We already have a number of plans for 2020, building upon the
strong foundation of awareness and support we have achieved
so far.
We will drive forward our Gold Standard Taskforce’s Action Plan and
help ensure the patient voice is listened to as NICE develops its
clinical guideline.
In future, we will also seek to deepen our relationship with Royal
Colleges to see how further progress can be made by working
more closely with workforce stakeholders to increase early detection
and the use of the most effective innovations. Ensuring that GPs and
other healthcare professionals make use of the flu jab season to
screen more patients for heart valve disease will also remain
a priority.
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