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Heart Valve Voice is the UK’s dedicated heart valve disease registered charity.
At Heart Valve Voice we believe diagnosis of heart valve disease doesn’t have
to mean a death sentence. The earlier that heart valve disease is detected,
the sooner it can be diagnosed and treated.
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It’s very important that patients on their individual pathway understand what they’ll
experience as they move towards their treatment and indeed after their treatment.
Patients tell us that learning through the voices of other patients is very important.
They feel empowered by the shared knowledge and it improves their overall
wellbeing.

Designed by ELC Design

We’re always looking for new patient stories so please get in touch and share your
experience.
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Welcome!
Chris Young, Consultant Cardiothoracic Surgeon
and Chairman of Heart Valve Voice

Welcome to the first edition of the Heart Valve Voice Magazine.
Since stepping into the role of Chairman, I have seen Heart Valve Voice grow significantly and experience a number of noteworthy
triumphs. This magazine is a significant step forward for the charity in our efforts to reach out to patients across the UK to provide
information on both heart valve disease and the work of Heart Valve Voice.
2018 was a year of forging new partnerships and creating new opportunities. The charity has made great progress with their policy
work and has worked with the country’s top clinicians to create a set of Gold Standard Guidelines for the diagnosis and treatment
of heart valve disease that will be launched in 2019. We also combined forces with patient organisations from across Europe to
create the first ever European Heart Valve Disease Awareness Day that was not only a great success but also a great step forward in
raising awareness of valve disease.
One of my personal highlights from this year was the Patient Portraits Photography Competition which involved patients
and amateur photographers from all over the UK working together to show life after heart valve disease treatment through
photographs. This competition truly epitomised the the message that we are working hard to get across here at Heart Valve
Voice, that a diagnosis of heart valve disease doesn’t have to mean a death sentence.
2018 was an excellent year and 2019 can only get better from here. I am looking forward to seeing what the team has in store and
how much further we can take our work of raising awareness and improving access to treatment for heart valve disease patients.

heart valve voice
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IN

2018
Heart Valve Voice is the UK’s dedicated heart valve disease charity. Established in 2013
and inspired by heart valve disease patient Lydia Monk, we work with patients and
clinicians to help increase the awareness of heart valve disease in the UK and improve
diagnosis and treatment. Heart valve disease affects over 1.5 million people over the
age of 65 in the UK and while there have been many advancements in the treatment of
this disease the unfortunate fact is that far too many people are not being diagnosed
and treated early enough.
Our aim is to ensure that more of the population is aware of the importance of having
their heart checked for heart valve disease, which can often be detected through a
simple stethoscope check. With increased awareness we hope to see many more heart
valve disease patients get the treatment they need to go on to live full and happy lives.
2018 has been our busiest year yet at Heart Valve Voice. We have accomplished
a lot over the year including our Gold Standard of Care Guidelines, the first ever
European Heart Valve Disease Awareness Day, the London to Paris Cycle ride, The
Patient Portraits Photography competition, patient events, meetings, parliament events,
conferences and much more.
Along with our event work we have also been making great strides with our policy
work. In 2018 we brought together a group of valve disease experts from across the
country to devise a set of Gold Standard Guidelines that will help optimise patient
care, improve access and influence policy makers on behalf of heart valve disease
patients. The guidelines will be launched in early 2019.
2018 was also a year of new partnerships and growth. We partnered with five countries
from across Europe to develop the first ever European Heart Valve Disease Awareness
Day that was celebrated during the first week of September. The day was a great
success and next year will see more countries entering the partnership.
While our work is diverse and varied, it all shares an underlying goal - ensuring patients
with heart valve disease are given access to the best and most appropriate care and
that they are provided with a voice that is heard by carers, clinicians and decision
makers. Despite this being a busy year full of great accomplishments, we are nowhere
near done with our efforts to raise awareness of heart valve disease and the need for
more detection, diagnosis and treatment. We’re already underway with 2019 and we
have some big events and projects in store that will once again make it a very exciting
year for us at Heart Valve Voice. The future is bright!

Wil Woan,
Heart Valve Voice Chief Executive

the more we listen, the more lives we save
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Picture Perfect
Patient Portraits: A New You

Heart valve disease survivor and MP, Steve McCabe,
hosts exhibition
Heart Valve Voice held their first ever
photography competition, Patient
Portraits: A New You, which I was very
proud to be a part of. The competition,
aimed at amateur photographers,
was created to show that with timely
treatment patients can gain back a good
quality of life.

with myself), were on hand to peruse
the photographic documentaries and
celebrate the amazing work accomplished
over this past year.

The photographers were paired with
heart valve disease patients, including
myself, from their local areas to work
together to capture heartfelt moments
in time and convey what life after heart
valve disease means to us patients.
The images captured helped to raise
awareness of heart valve disease, its
prevalence and symptoms and educate
audiences.

Those of us who were featured come
from all walks of life, a range of ages and
we all enjoy a multitude of activities from
cycling and swimming to teaching piano,
gardening and chasing after grandchildren.
Our photographic documentaries told
the story of how we as heart valve
disease patients navigate our new found
quality of life and the joy we experience
doing the activities we love. This was
all aimed at helping to strengthen the
message that a diagnosis of heart valve
disease doesn’t have to mean a death
sentence.

The competition, held over the course of
2018, ended with an exhibition hosted by
heart valve disease survivor and MP Steve
McCabe at the Houses of Parliament
where the finalist photos were revealed
and the winners announced. Participating
photographers, my fellow model patients
and I, clinicians and family members,
including my lovely wife Shiela (pictured

The selector panel made up of
photography experts, a patient and
a nurse who specialises in patient
engagement had the difficult task of
choosing the winners. In first place was
Eric Etchart, who was paired with patient
Alan Tancred. Eric was able to capture the
precious moments in Alan’s life including
his love of dancing and special moments

If you are a patient who would like
to get involved please contact
admin@heartvalvevoice.com
heart valve voice

with his wife. Second place was given
to Patrick Dixon who was paired with
patient Brenda Walker and whose photos
displayed the wide range of activities
that 84 year old Brenda is involved in.
Third place was awarded to Lucy Jarvis,
who worked with twins Christine and
Katharine Greenland and was able to
show the tranquility of the sisters’ quiet
life in Norfolk.
Awards for the Most Inspirational and
Most Outstanding photo were also
awarded and were presented to Lisa
Casado for her portrait of patient Sue
Jardine on the golf course and and Patrick
Dixon for his photo of Brenda teaching a
young English Literature student.
The work of the photographers depicting
our lives after heart valve disease
treatment will go a long way in helping us
to promote the need for timely diagnosis
and treatment. Heart Valve Voice will be
holding the competition once again in
2019, launching in February 2019.
By Raymond Stickels, Heart Valve
Voice Ambassador, Bishop Aukland
Event photos by Michelle Richards
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Patient Story
• South East
• Alan Tancred
At the age of 77, Alan and was struggling
with symptoms such as tiredness and
breathlessness which were having an
affect on his favourite activity, dancing.
He recognised these as the symptoms
that were associated with heart valve
disease and went to see his GP who
diagnosed a heart murmur. His GP
referred him for further tests which
led to an echocardiogram and put
Alan on a patient pathway leading to a
Transcatheter Aortic Valve Implantation
(TAVI) treatment at the Royal Sussex
Hospital. His treatment was only a few
short months ago and Alan is already
back dancing with his wife and is
looking forward to performing at the
Brighton Dance Show in May. In fact, his
love of dancing and new found energy
is talking him to Italy in October to
perform on an international stage.

Lisa Casado captures Sue Jardine busy in her
garden

Above - Raymond and his wife Shiela,
appreciating Laura Curl’s photographs

Below - Photographer, Carrie-Ann Goodbrand
discusses the images she produced of patient,
Graham Sudding.

Photo by Eric Etchart

To view last year’s winning photos or to find out more about 2019’s competition visit:
https://heartvalvevoice.com/photo-competition

the more we listen, the more lives we save
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Heart Valve Disease and

The Gold Standard of Care
The NHS recently revealed their
10 Year Plan and it was great to see that
a focus on heart valve disease has been
in included. This announcement has
come just ahead of the launch of Heart
Valve Voice’s own Gold Standard of Care
report. Over the past year we have been
collaborating with valve disease care
specialists to produce a report that sets
out the ideal process to achieve the
perfect valve disease patient pathway.
For patients with heart valve disease,
a consistent patient pathway is key to
ensuring that they receive the correct
treatment at the right time. If heart valve
disease is caught early enough than more
severe complications such as heart attack
or heart failure can be avoided.
“We believe that the recommendations
found in the NHS 10 Year Plan can really
help to remedy the problem of under
diagnosis and treatment and perfectly
aligns with our Gold Standard of Care
work” said Wil Woan, Chief Executive
of Heart Valve Voice. “By delivering an
optimal treatment pathway for heart
valve disease, you ensure that patients

can get back to their lives rather than
increasing the burden on the NHS.”

enough and are the first stage of the
patient pathway.

In addition, in early 2019 it was
announced that The National Institute
for Health and Care Excellence (NICE)
are now developing the 2019 NICE
guidelines for heart valve disease and
will be consulting with Heart Valve
Voice to provide the patient perspective
throughout the process. We see these
guidelines as an important step in tackling
the inequalities in diagnosis and treatment
for patients across the UK.

Our Gold Standard report and the NHS
and NICE reports identify protocols
across all levels of the healthcare system
to make sure that these patients are
diagnosed early and reach the appropriate
secondary care team for treatment. This
in turn will provide patients with a better
quality of life and reduce the long-term
cost burden on the NHS.

The Gold Standard of Care report and
the NICE heart valve disease guidelines
will help to address the variations in the
quality of heart valve disease services
in the UK, improve patient outcomes,
and will provide guidance for the NHS in
delivering these services more efficiently.
This includes recommendations at the
primary care level. Diagnosis of valve
disease often starts with primary care.
Standardised stethoscope checks on
anyone over the age of 60 are vital in
ensuring that valve disease is caught early

Patient Story • Swansea • Colin Webborn
Colin Webborn, 82 years old from Mumbles Swansea has been a proud member of the
Morriston Orpheus Choir for the past 40 years. When he’s not flexing his vocal chords, he can
either be found at the local cricket ground where he is now Vice President of his former team
or at the rugby pitch cheering on his grandson. About three years ago Colin started to notice
he was getting increasingly breathless and it was impacting on his quality of life. In 2016 Colin
was diagnosed with aortic stenosis and received a TAVI procedure. Two days after his TAVI,
Colin was back home and in no time his breathlessness had improved and his quality of life was
greatly improved.

the more we listen, the more lives we save
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Heart Valve Voice Cycle Ride

from London
to Paris
Marina McGrath, Heart Valve Voice Patient
Ambassador

Main image: Anwen Jenkins during the
ride
Following the success of our first cycle ride event in 2017, in 2018 the team from
Heart Valve Voice embarked on their second awareness raising cycle ride. Team
members cycled from London to Paris to help raise awareness of heart valve disease
and the need for improved diagnosis and access to treatment. The cycle team was
made up of Heart Valve Voice Chief Executive Wil Woan and 13 clinicians and patients.
The journey began in London on 21 May and finished with a ride up to the stage at the
EuroPCR Conference in Paris on 23 May.
This year we were pleased to have two patients along for the journey with us.
Marina McGrath and Gerry Kijak who not only were important members of our team
but also were amazing examples of why raising awareness of heart valve disease and
the need for diagnosis and treatment is so crucial.
“I couldn’t have been more thrilled to be participating in the cycle ride with Heart
Valve Voice this year,” said Marina McGrath, Heart Valve Voice Patient Ambassador
and former valve disease patient. “I followed my fellow patient ambassador Pat Khan’s
journey last year and it was so inspiring. I am hoping that when other people see me
If you would like to get involved in the 2019 cycle ride
please contact admin@heartvalvevoice.com

heart valve voice

“I can’t believe that
4 years after my aortic
valve replacement I’m
undertaking a London
to Paris bike ride. It’s
just amazing!”
Event photos by Michelle Richards
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cycling along with the team, it will inspire
them to get checked or to encourage
their family or friends to speak to their
primary care practitioners about getting
checked for valve disease. Treatment
saved my life and look at me now!”
We were also excited to be
partnering with the British Society of
Echocardiography this year and were
honoured to have Keith Pearce, President
British Society of Echocardiography

and Consultant Cardiac Physiologist at
Wythenshawe Hospital on the team.
“Events like the London to Paris cycle
ride serve as a great way to raise
awareness of a disease that, while
extremely common, is relatively unknown
by a large percentage of our population,”
said Keith. “It is so important that the
general public, particularly those over
the age of 55 are aware of the symptoms
involved with valvular heart disease and

that they are having their hearts listened
to and, if needed, being referred for an
echocardiogram so that they can be
diagnosed/treated/managed in a timely
way. With the diagnosis confirmed on
echocardiography the clinician can ensure
patients receive the right treatment at
the right time, and therefore improve the
optimal outcome for patients.”
Top: The team setting off.
Insert: Happy to have arrived at the conference.

Patient Story • West Midlands • Amanda Fairchild
Amanda had her surgery in 2014 and is making the most of her new found energy, she takes
part in a writing group and swims regularly, she even walks over an hour to get her activities.
However, when her valve disease symptoms were at their worst, none of this was even
imaginable. At 27 Amanda had been diagnosed with a bicuspid aortic valve and at 44 her
palpations were getting worse. In an effort to find out more about what was causing
these symptoms, Amanda began to do some research. One particular article she read
said that one specific medication that she took in her early 20s had a link to problems with
the heart so she felt a visit to her GP was in order. The GP did identify the murmur and referred
Amanda to a cardiologist to have an echocardiography exam where she was told she would require subsequent treatment.
She has since had an aortic tissue valve replacement and is now in the process of writing a book and determined to get fit to
join Heart Valve Voice Cycle ride in 2019.

the more we listen, the more lives we save
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Patient Story
• East of England
• Katharine
and Christine
Greenland
Twins Katherine and Christine
Greenland not only look alike but they
each also have had their heart valve
disease diagnosed and treated only a
few months apart from one another.
They reside in Norfolk together and
have always enjoyed an active outdoor
lifestyle. During routine visits to their
local doctor’s practice, their GP noticed
a heart murmur, a telltale sign of heart
valve disease, and referred them to a
cardiologist. There they discovered that
they both were suffering from mitral
regurgitation and were going to need
regular monitoring. The diagnosis came
as a shock to the sisters as they were
asymptomatic, meaning they had no
symptoms or previous knowledge of
their heart conditions. They were each
recommended for treatment and were
able to get treated within months of
one another. They are now doing
well and are back outside
enjoying walks
along the
beach.

The disease and it’s
prevalence
Heart valve disease affects over
1.5 million people over the age of 65
in the UK. According to a 2016 study,
awareness of heart valve disease is very
low amongst the target population group
of those over the age of 60, with an
average of 97% not being aware of what
aortic stenosis, the most common form
of valve disease, is.

are merely a result of getting older,”
said Wil Woan, Heart Valve Voice Chief
Executive. “We hope to raise awareness
of the importance of not ignoring
these symptoms and of having your
heart checked by your primary care
professional and therefore improve the
rates of diagnosis and treatment in the
UK.”

Heart valve disease is caused by either
the wear, disease or damage of one
or more of the heart’s valves, affecting
the flow of blood through the heart.
The most common forms of heart
valve disease impact the aortic and
mitral valves. Heart valve disease can
cause the heart valves to either leak,
meaning the valve is failing to close
properly and allowing blood to flow
back through, known as regurgitation, or
become narrowed or calcified, in turn
limiting the amount of blood allowed
to flow through, known as stenosis. The
symptoms associated with heart valve
disease include breathlessness, tiredness,
tight chest and dizziness.

The chances of developing heart valve
disease increases with age with estimates
suggesting that by the age of 75, the
prevalence of heart valve disease is found
to be over 13%. Given the significant
challenges that the NHS is facing with
an ageing population and the expected
increase in cases of valve disease, it is
so important that patients are treated.
There have been many new innovations
in treatment including advancements in
minimally invasive techniques that involve
less trauma and less time in hospital. In
addition, most patients enjoy an improved
quality of life following valve disease
treatment leading to fewer return visits
to their GP.

A recent study reported that for people
over the age of 65, the prevalence of
heart valve disease will increase from
1.5 million people currently, to double
that in 2046 and to as many as 3.3 million
people by 2056, representing a 122%
increase. For such a prevalent disease that
is so easily treatable, why is there such a
lack of awareness?

“Heart valve disease is serious and too
few people are aware of it. If more of
the general public were aware of the
disease and its symptoms, we would see
more people receiving the life-changing
treatment they require,” said Professor
Bernard Prendergast, Consultant
Cardiologist, Guy’s and St Thomas’
Hospital. “The work of organisations like
Heart Valve Voice is very important to
increase awareness amongst the general
public and within the medical community.”

“Many over 65’s mistakenly believe that
the symptoms of valve disease such as
breathlessness, fatigue and chest pains

Please visit our website for more
information about heart valve disease:
www.heartvalvevoice.com
heart valve voice

By Bernard Prendergast,
Consultant Cardiologist,
Guy’s and St Thomas’ Hospital

The diagnosis of heart
valve disease
Diagnosis of valve disease often
starts with primary care. Patients
presenting with the red flag symptoms
of breathlessness, tiredness, feeling
old, chest pains or dizziness should be
receiving a stethoscope exam. This can
help to determine if the patient has the
characteristic heart “murmur” or
“click-murmur” which can be a first
indication of a heart valve disorder.
The clinician will then refer the patient
to a cardiologist for confirmation of
the diagnosis and advice on the best
treatment for the patient.
On average, GPs use their stethoscope
on less than two fifths of patients
presenting with symptoms of heart
valve disease, despite it being one of
the first key protocols in detecting the
disease according to research from
Heart Valve Voice. Testing based on only
symptoms isn’t enough however, and as
such standardised stethoscope checks
on anyone over the age of 55 are vital
in ensuring that valve disease is caught
early enough. Some patients have no clear
symptoms and it is important to diagnose
heart valve disease as soon as possible in
order to treat the disease successfully.
When a patient has a murmur picked
up by their primary care professional,
the next step in their patient pathway
is to be referred to a cardiologist for
an echocardiogram. Echocardiograms
are the first line diagnostic investigation
required to confirm or rule out the
presence of valvular heart disease.
With developments in technology this
has led to the promotion of hand held
echocardiography systems and the

improvement of the images seen on a
standard echo machine. A high quality
transthoracic echocardiogram provided
by an appropriately qualified individual
will enable the clinician to determine the
appropriate management plan which may
be very different for each patient.
Once a patient has been diagnosed with
heart valve disease, they face a number
of treatment options. Depending on the
severity of the disease, a patient’s best
chance at overcoming it are through
either valve repair or replacement. Great
progress has been made recently on less
invasive procedures allowing for less
trauma and a quicker recovery such as
minimally invasive surgery and TAVI.
Heart Valve Voice is currently working
very hard to ensure that there are a
gold standard of guidelines in place that
will guarantee that patients receive a
timely and systematic approach to their
diagnosis and treatment for heart valve
disease. They have put together a working
group of leading clinicians from across the
UK to develop and oversee the creation
of a set of guidelines that will set out
the gold standard requirements for the
diagnosis and treatment of the disease.
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Patient Story
• South West
• Brenda Walker
84-year-old Brenda, who lives with her
partner of 12 years in Somerset, has
led a very active and creative life and
has always encouraged others to
embrace their creativity through her
teaching. In 2010 she found herself
becoming breathless on exertion,
growing increasingly tired and she
noticed some swelling in her ankle.
Her symptoms were dismissed as
signs of ageing, so when she noticed an
opportunity to visit a cardiologist, she
jumped on it. She was diagnosed with
aortic stenosis and was told she would
only have a few years to live if she
didn’t get it treated. Having only
just started her doctorate at
Loughborough University she didn’t
want to waste any time getting treated.
She received a TAVI and was back home
to her partner in two and a half days.

“GPs are doing an excellent job helping
to diagnose a wide range of disease
including heart valve disease, however,
with the lack of awareness and with the
growing number of cases in the UK,
more needs to be done to ensure there
is a plan in place to tackle this disease
at all levels,” said Yassir Javaid, GP and
Cardiovascular and Diabetes Clinical Lead
at Nene CCG.

By Keith Pearce, Consultant Cardiac
Physiologist, Wythenshaw Hospital
and President of the British Society of
Echocardiography
the more we listen, the more lives we save

14

Scaling the heights
for heart valve voice
On 1 February 2018, the Heart
Valve Voice team invited patients and
volunteers to join them on a climb up
the 528 steps to the top of St Paul’s
Cathedral in London.
Fellow patient ambassadors Pat Khan
and Marina McGrath, Trustee
Keith Jackson and a handful of volunteers
were there to support the charity and
participate in the climb. After an early
breakfast the team excitedly made their
way to the top of the cathedral dome,
stopping to rest and take in the majesty
of the views from each of the three
levels. Pat and Marina led the group, and
had no trouble getting to the top. “I can’t
believe that only three years ago both
Marina and I were struggling to walk up
the stairs or keep up with our friends,
and now we’re leading the pack to the
top of St Paul’s cathedral. What a great
experience!” said Pat.
With this event, we hoped to further
our quest in raising awareness of not
only heart valve disease but also of the
symptoms that accompany it. One of
the key symptoms of valve disease is
breathlessness and often patients tell
us one of the struggles they experience
before they are treated for valve disease
is finding themselves getting breathless
while climbing the stairs in their home.
By asking our patients to participate in
a climb up the St Paul’s steps, they have
helped us demonstrate that valve disease
treatment can be a life changing thing
and that climbing stairs no longer needs
to be an issue.
To get involved in our 2019 St Paul’s Climb
please contact:
admin@heartvalvevoice.com
heart valve voice

“Our patients are a true inspiration not
only to us at Heart Valve Voice but to all
of the other patients diagnosed with valve
disease like themselves,” said Wil Woan,
Heart Valve Voice Chief Executive.
“By having our patients join us on this
climb we hope to show everyone that
valve disease is not only treatable but that
you can get your life back and then some
after being treated!”
“This has just been the best day!” said
Marina, “I walked every step up to the top
for my fellow valve disease patients and
I am happy to be able to show how great
life can be after treatment.”

We are so proud of everyone who was
there on the day, thanks for all of your
support!
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Pat Khan, Patient Ambassador,
admiring the view after climbing 257
stairs to the top of the cathedral.

Patient Story • Northwest • Marina McGrath
Having lived with a heart murmur that was the result of rheumatic fever as a child, Marina
McGrath never noticed it having an effect on her life until she reached her 50s. It was after a set
of routine tests at an HRT clinic that Marina first learned she had valve disease. The diagnosis
explained why she had been feeling tired and breathless for the past while. Following her aortic
valve replacement in 2014, she took six months off to recover and get herself back into shape
before returning to her work full-time.

Event photos by Michelle Richards

the more we listen, the more lives we save
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European Alliance

the european heart valve disease awareness day

In our efforts to spread awareness of heart valve disease and
make a difference in Europe, Heart Valve Voice celebrated the
very first European Heart Valve Disease Awareness Day on
8 September 2018 along with five of our partner organisations
from across Europe including France, Spain, Italy, Ireland and
The Netherlands. The day was centred around raising awareness
of heart valve disease by addressing the four As:
• Awareness - of the signs, symptoms and diagnosis of
heart valve disease
• Ask - for over 65’s to have the right to ask for a
stethoscope check at least once a year
•

Action - for set guidelines with a clear pathway from
diagnosis to treatment

• Access - for equal access for all to heart valve disease
therapies which provide the best and most rapid return
to a good quality of life.
The UK awareness day event saw 70 guests attend including
patients, their family members, clinicians and supporters of
Heart Valve Voice. The attendees heard talks from clinicians who
all specialise in heart valve disease care covering topics such
For more information about the
European Heart Valve Disease Alliance
please visit www.heartvalveday.eu
heartvalve
valvevoice
voice
heart

as the history of heart valve disease, its prevalence, treatment
options, access to treatment and the importance of the patient
voice. We also heard from two of our patient ambassadors,
Pat Khan and Marina McGrath who shared their experience
with valve disease and how they have exemplified the power
of positive ageing since their treatment. Guests were given
plenty of opportunity to mingle with one another allowing for
interesting discussions between patients and clinicians.
All in all the first ever European Heart Valve Disease Awareness
Day events were a great success and we’re all looking forward to
celebrating again next year!
If you are interested in getting involved in the 2019 European
Heart Valve Disease Awareness day please contact
info@heartvalvevoice.com.
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Patient Story • Ireland • Maurice Whytten
At the age of 62 Maurice was treated for aortic stenosis during a triple bypass procedure after
they discovered his aortic valve was heavily calcified. He was fitted with a prosthetic valve.
12 years passed and then Maurice began to feel increased breathlessness again. On New Year’s
day Maurice was taken to hospital with severe breathlessness and he had lost a lot of weight, it
was later decided he would undergo a TAVI procedure. In 2016 he underwent his TAVI
treatment and was back on his feet a few weeks later. He is now back to good health and playing
golf and indoor bowls regularly.

If you are interested in getting involved in the 2019 European
Heart Valve Disease Awareness day please contact info@
heartvalvevoice.com.
the more we listen, the more lives we save
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AUGMENTED REALITY!
Whatever’s next?

Heart Valve Voice believes that heart valve disease patients across the UK should
have access to not only the best care and treatment but also to the best information
available. To ensure this, our job is to provide people with the most up to date,
accurate, informative and innovative resources.
At the 2018 European Heart Valve Disease Awareness Day we presented two of our
newest resources to patients. The first resource we presented was our children’s book
that is aimed at helping kids and grandkids have a better understanding of what their
loved ones with heart valve disease are going through. The book, written by the
great-grandchild of a valve disease patient and our Chief Executive’s son, explains
the patient pathway through the eyes of a child. The book was illustrated by the very
talented Sally Brown and will be available for a small donation at your local valve
disease clinic or via admin@heartvalvevoice.com.
The second resource that we introduced was our new Augmented Reality Cath Lab
Experience. Patients who are put forward for a TAVI will find themselves receiving their
treatment in a Heart Centre’s treatment room often called a Cath Lab. To help these
patients prepare, the programme, which is viewable on a smart phone or tablet give
patients a 3D experience of what a Cath Lab looks like including the clinicians found
in the room, the equipment, videos explaining the procedure, and fellow TAVI patient
stories. The experience is accessed by using an app to scan a specialised code found
on one of our specially printed cards. You will be able to find these cards at your local
valve clinic or by contacting admin@heartvalvevoice.com.

heart valve voice

19

Patient Story • Scotland • Graham Sudding
Graham Sudding, known to his friends as Vince, is 67 years old and lives near Spey Bay on the
coast of the Moray Firth. He loves to run around after his grandchildren and keeps himself busy
with his love of cars.Vince had found himself with shortness of breath and was struggling to
walk short distances, he also often felt fatigued, all symptoms related to his valve disease. “It
hasn’t been an easy journey, but I am now starting to feel the benefits of having the operation
and appreciating how worthwhile it all has been”. Vince is finally on the road to recovery and
has much more energy, he’s even lost weight which Vince is now determined to keep off.
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Patient Story
• Yorkshire and
Humberside
• Sandra Woodcock
Sandra was diagnosed with congenital
heart valve disease at the age of 11.
Every six months Sandra received a
check up and at the age of 22 she was
advised not to get married or have
children! Sandra ignored this advice and
not long after she was told this, she got
married and had a son three years later.
After continual check ups, at the age
of 43 she received a mechanical valve
replacement and has been busy and
active ever since. Now she keeps busy
and regularly volunteers at the hospital
where she also manages a helpline for
cardiac patients and continues to run
her support group.

Life after

treatment
The normal recovery time after a heart valve surgery is usually four to eight
weeks, and may be shorter after minimally invasive surgeries. To help you through
the first weeks after treatment. Below is some brief information about what to
expect and prepare for before you go in for treatment.

Immediately after treatment
Immediately after treatment for heart valve disease, people are usually practicing
very basic self-care and are soon encouraged to get up, to breathe deeply, and to
resume eating, drinking and walking.

Days and weeks following your treatment
During this phase, people can expect to gradually regain energy and return to their
normal activity level. After about three weeks you should be able to walk for about
10 minutes a few times a day, and by week six you should comfortably be able to
walk for 30 minutes.

Follow-up care
You will most likely be checked within four to six weeks following treatment for
a postoperative visit. After that, it is critical to get regular check-ups by a heart
specialist or your GP. Clarify with your healthcare provider what symptoms would
warrant a phone call or an additional re-check. Whenever you have concerns, or if
you experience any unusual symptoms and changes in your overall health, it never
hurts to call and ask.

Your Recovery
You can help yourself by practicing habits for positive emotional health. Setting
yourself goals and realistic expectations can help keep you motivated. Celebrating
progress, no matter how small, is also important. It may be tempting to run before
you can walk, but remember to not push yourself too hard.

Manage your expectations and celebrate small milestones
Learn the facts before you have your procedure so that you’ll know what to
expect when thinking about your progress. The more you celebrate your small
victories each day, the more positive you will likely feel about your progress.

For more visit our website:
www.heartvalvevoice.com
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How to

GET INVOLVED
Heart Valve Voice will be launching several exciting awareness raising campaigns in 2019 that will run throughout the year. For anyone
interested in getting involved in any of the following please contact admin@heartvalvevoice.com.
We are always looking for volunteers, ambassadors and attendees.

Photography Competition
February-October

Euro PCR Cycle Ride
May

The photography competition is back! A great opportunity for
both patients and photographers to give us their perspective
into ‘the quality of life after treatment’. An evening of
celebration will be held in October for the final winner’s
photos.

As part of EuroPCR conference, the Heart Valve Voice is once
again assembling a team of patients and clinicians who will be
cycling from London to Paris. We’ll be partnering with the
British Society of Echocardiography (BSEcho) to make the
three day journey which will end at the EuroPCR conference
in Paris, The World-Leading Course in interventional
cardiovascular medicine.

Patient Recovery Day (Manchester)
28 February
Heart Valve Voice is bringing together patient volunteers to
discuss some of the key issues that effect patients leading up
to surgery and how technology can help identify the optimal
time for intervention.
Patient Engagement Day (Birmingham)
29 March
Several leading UK Heart Charities will be joining
Heart Valve Voice to discuss heart valve disease from a
patients’ perspective. This is going to be a great occasion for
patients to share their experiences with fellow patients and
clinicians.
SCTS Football competition
March
After the success of previous years, Heart Valve Voice is
visiting London to kick off the SCTS conference with a 5-side
football competition. Everyone is welcome to join or support
the Heart Valve Voice team, as we are hoping to bring home
the trophy again this year.
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O2 walk and Edinburgh Arthur’s Peak Walk
June - end of the year
We have plans to hold walks across the UK. The walks
demonstrate the active lives patients have after their treatment
and the enjoyment found in being able to once again achieve
their goals. We are currently looking for volunteers to help
fundraise and join us for these events.
European Awareness Week
September
Heart Valve Voice is joining our partner patient organisations
from across Europe the celebrate the second annual European
Heart Valve Disease Awareness day. The day will focus on the
‘Power of Positive Ageing and the four A’s of Awareness, Ask,
Action and Access. For more info visit heartvalveday.eu

Giving a voice to people with
heart valve disease
Heart Valve Voice is a patient-physician charity for people with heart valve disease.
We are a collection of healthcare professionals, cardiac patient societies and patients with
real experiences of heart valve disease. Together we tackle the under-diagnosis and the
under-treatment of heart valve disease in the UK.
Our aim is to transform the diagnosis, treatment and management of heart valve disease by
raising awareness of its severity.
To find out how you can get involved please contact admin@heartvalvevoice or visit our
website: www.heartvalvevoice.com
You can also follow us on twitter @HeartValveVoice and Facebook /HeartValveVoice
The more we listen, the more lives we save

Thank you
Thank you to all our supporters who help us to continue the vital work we do to raise awareness of heart valve disease.

www.HeartValveVoice.com
@HeartValveVoice
/HeartValveVoice
admin@heartvalvevoice.com
07399 606386
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