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With the festive season fast approaching | have found myself with just enough time to squeeze in
another Newsletter before the end of 2009.

Firstly, let me wish one and all a very merry Christmas and a happy, healthy and peaceful New
Year.

| would like to say a HUGE THANK YOU to everyone who has undertaken awareness and
fundraising events for us during 2009 - without such people we would not be able to continue our
hugely important work and we are so grateful for all the time and effort you have put in to
furthering the cause. Remember, your hard work not only generates money which we can use to
raise awareness, fund research and campaign for better services, but also directly helps to save
lives by bringing to the fore knowledge and understanding of the dangers of this often silent killer.

Thank you also to those people who have offered their support and time to us and their fellow
thrombosis sufferers. We now have three active and successful support groups and hope to
encourage more people to start their own if they feel they can commit some time to this in 2010. If
you would like more information, please let me know and | will put you in touch with the people
who already run groups so you can have a chat about what is involved.

We look forward to launching a new campaign, i Spot T h o seat ygand whichsvidl focus on
community acquired clots and hope to educate GPs, Practice Nurses and other health
professionals to consider thrombosis as a diagnosis and also to engage medical and nursing
students to raise awareness of these frequently missed clots before they are even qualified
doctors and nurses.
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Feedback on APPTG Half Day Conference

This section of the newsletter is usually set aside to report on the latest general and medical
news from the world of thrombosis: however, as we have so recently released our previous
edition (September 2009), there is not much new to report on the VTE front. In view of this
we decided to dedicate these pages to feedback the latest news from the All Party
Parliamentary Thrombosis Group (APPTG)it he #Apol i ti cal armo of

The meeting was held at the House of Commons on Monday 30" November and the key
speakers were Dr Anita Thomas, Chair, Chief Medical Off i cer 6s VTE | mpl
TimBrown,Nat i onal VTE Policy Advisor, Chief Me
Professor Beverley Hunt, Medical Director, Lifeblood: The Thrombosis Charity; Peggy
Edwards, Content Specialist, 1000 Lives Campaign; Alan Dobson, Acute and Emergency
Care Advisor, Royal College of Nursing; Dr Jim Gardner, Medical Director, NHS North
Lancashire and Dr Richard Taylor MP, Vice-Chair, APPTG.

This was the third annual Conference of the All-Party Parliamentary Thrombosis Group
(APPTG). The Conference all owed for the pr
third annual survey, while also providing an update on the National VTE Prevention
Programme. Building on the presentation of best practice during the joint APPTGT
Department of Health VTE Leadership Summit in June this year, and following the
confirmation by Minister for Health, Phil Hope MP, that VTE will feature in the 2010 National
Operating Framework, the Conference this year focussed on the implementation of VTE
prevention and management policies and best practice.

There was an overwhelming interest in the Conference this year with the Grand Committee
Room filled to capacity with 100 attendees and the seriousness with which VTE is now being
taken throughout Trusts was reflected in the varying Trust representatives present (Specialist
Nurses, Pharmacists, Medical Directors, and Consultants, often those chai ri ng
VTE Committee).There were also a number of key opinion leaders, including representatives
from the Royal College of Surgeons, the National Patient Safety Agency, the Department of
Health and the Royal College of Nursing.

Dr Richard Taylor MP announced that Sir Bruce Keogh, Medical Director for the NHS had
confirmed that VTE prevention will be the only new priority for SHAs next year, which is
brilliant news.

The role of ward pharmacists in VTE prevention was identified as an area needing further
exploration and Martin Stephens, National Clinical Director for Hospital Pharmacy, agreed
this could be something the Department of Health could work on next year.

Dr Anita Thomas highlighted the need to raise patient and public awareness of VTE, in the
same way that hospital acquired infections have risen on the public agenda.

She noted that England would be unique in having a national strategy for implementation
coupled with a comprehensive set of guidelines for VTE management, once NICE publishes
its updated Guidelines in early 2010.

Tim Brown highlighted the scale of the problem, quoting figures from the National Statistician
that there were 16,670 deaths in England and Wales in 2007 where VTE was mentioned on
the death certificate, and that there were 11,795 deaths in hospital in England in 2007 where
VTE was mentioned on the death certificate.
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Whilst noting these figures had decreased slightly over the past 5 years, Tim emphasised this
was more likely through underreporting due to the falling rates of post mortems rather than
increasing standards of VTE prevention.

These figures, Tim stressed, justified the need for developing a working coding system for VTE,
to enable Trusts to measure self-improvement and carry out local audits.

Professor Beverley Hunt introduced the scaleof t he probl em, dr awi ngd
of 60,000 deaths from VTE a year, of which 42,000 are due to hospital admission. Dr Cohen
himself explained the figures further, explaining that of those 42,000, 25,000 patients a year are
not getting thromboprophylaxis who then die from pulmonary embolism. She highlighted the
problem of underreporting, noting that most pulmonary emboli occur post-discharge, typically
on about day 21.

Touching on the CLOT study, Professor Hunt explained the limited proven effectiveness that
anti-embolism stockings had on DVT in stroke patients, and that they actually increased
occurrence of skin problems in this cohort of patients. She reported this had resulted in the
delay in the forthcoming NICE VTE Guidelines.

Providing an update on the situation in England, Professor Hunt outlined the all-encompassing
nature of the new NICE Guideline; the support of the Academy of Medical Royal Colleges for
mandating VTE, the development of a VTE commissioning guide by Sir Muir Gray; VTE
featuring as one of the first four NICE Quality Standards, and the confirmation that VTE will
feature in the 2010 National Operating Framework.

She also provided an update on the situation in Northern Ireland, explaining the Minister
Michael McGimpsey and the CMO had asked all Trusts to have in place protocols for risk
assessment by July 2009, and their commitment to follow the NICE Guidelines.

Additionally, Professor Hunt noted the comprehensive nature of the SIGN Guidelines in
Scotland, currently being completed after their first draft consultation.

Peggy Edwards then explained the aim of the 1000 Lives campaign i to prevent 1000 deaths
between April 2008 and April 2010 i and explained how VTE risk assessment and
thromboprophylaxis in elective surgical patients is contributing to this.

She described the steps being taken in Wales to ensure VTE prevention becomes embedded
within care practices. This includes the launch of the All-Wales Risk Assessment Tools by the
Welsh CMO on 15 December, and the work of a collaborative to support and spread best
practice.

Drawing on the role of nurses in tackling hospital acquired infections, Alan Dobson emphasised
that VTE prevention is fAeveryonedbds business

While identifying areas where nurses already risk assess, including pre-assessment in planned
care and in specialist clinics, he noted that nurses could make a greater contribution in areas
such as unplanned/emergency care; inpatient care beyond 48 hours; outpatient clinics; primary
care; and in the community.

Crucially, he stated the nursing contribution would be delivered most effectively from the bottom
up, including pre-registration and post-registration nurse education, hospital management
education, and through increased public and patient awareness.
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He concluded by stating VTE prevention must be mandated to deliver results.

Dr Richard Taylor concluded the presentations, commenting that patient safety is at the top of
the health agenda and VTE prevention sits well with this.

He recognised the need to focus on outcomes-based assessment of hospitals, welcoming the
i nclusion in Dr Fostersod | i sustsfolldbw natienal guidelimes orf
VTE prevention.

He presented the results of the survey, emphasising key improvements from last year. These
included 85% of Trusts now having policies in place to risk assess all hospital inpatients, and
94% of Trusts having multidisciplinary thrombosis committees.

However, he went on to note ongoing areas of concern including the lack of audit data
available; the lack of regular reassessment; and the low levels of information provided to
patients.

He finished by drawing on the two keys calls from Trusts for government action: mandatory risk
assessment and thromboprophylaxis; and funding for VTE education and expanded nurse
teams.

Newsletter 4



Research

| am often contacted by people kindly wishing to donate to our cause who would like to know what, if
any, research projects we support. With this in mind, | have added a small section to this newsletter
dedicated to one such project we helped to fund this year.

In addition to the Travel Fellowships we have granted, we also supported a group based at the North
Middlesex Hospital allowing them to undertake a UK based survey about VTE amongst pregnant
women. The group sent us a letter outlining their study and | have quoted this below:

AnLI FEBLOOD: HELPI NG PREGNANT WOMEN AT RI SK OF

We wish to thank Lifeblood for their generous donation towards our UK based survey which will
hopefully provide evidence to improve care of pregnant women by reducing the risk of venous
thromboembolism (VTE) and death.

The number one cause of maternal mortality is still venous thromboembolism®. Existing guidelines
confirm that all women who are pregnant are at increased risk of VTEZ. However, a large number of
hospitalised pregnant women, who are at risk of thromboembolism, do not receive
adequate/appropriate prevention in the form of low molecular weight heparin (anticoagulation).

A local audit looking at women with proven thromboembolism showed that there was not adequate
thromboprophylaxis given to many of these women, a large of whom had been previously
hospitalised. Royal College of Obstetrics and Gynaecology guidelines so not specifically address
admitted antenatal patients. It is noteworthy that none of the women in our local survey had any
awareness of the risk.

’ENDORSE was a multi-centre world-wide study looking at thromboprophylaxis in medical and
surgical patients. 68,000 were enrolled. ENDORSE showed that only 50% of those patients at risk of
thromboembolism received adequate thromboprophylaxis. However, obstetric patients were not
included.

By performing a UK wide survey looking at the use of thromboprophylaxis in admitted obstetric
patients, we will look at the risk factors in more detail and analyse current UK hospital practice. The
information we obtain will hopefully lead to changes in the guidelines that Haematologists and
Obstetricians use.

This survey will fulfil the aims of Lifeblood by:

1 Raising awareness

1 Educating everyone about thrombosis

i Filling the gaps that exist in current medical practice

1 Improving patient care and reducing unnecessary preventable deaths and suffering.
'!CEMACH(2007) Saving Mothero6s Lives: Revi ewin

2003-2005. The Seventh Report of the Confidential Enquiries into Maternal Deaths in the United
Kingdom. RCOG Press, London.

2RCOG (2004) Thromboprophylaxis During Pregnancy, Labour and After Vaginal Delivery. Guideline
No. 37. Royal College of Obstetricians and Gynaecologists Press, London.

% Venous Thromboembolism risk and prophylaxis in the acute hospital setting (ENDORSE study): a
multinational cross-sectional study, Cohen et al. Lancet vol. 371 Feb 2, 2008
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Pe rsonal Experiences 0 Lisa Hellewell

Craig Hellewell died on 6th May 2009 aged
36, He left his new wife Lisa without a
husband, and a daughter from a previous
marriage, Niamh, only eight years old, without
a Dad. Lisa and Craig had been married for
just seven months when this dreadful event
overtook their happy life.

Craig was generally a fit and healthy young
man, but had been short of breath for a few
days prior to his death due to a chest infection
following a nasty cold. He went to his local
A&E Department concerned about his
worsening difficulty with breathing, but was
sent home after being told it was ‘just an
infection’'.

Lisa said: "A few days later he'd gone to
sleep but woke up at about 1am and he
just couldn"t <catch
the paramedics and they were trying to
calm him down and get him to breathe.

He said he needed the toilet so | went with
him to the bathroom, and he just collapsed
in my arms onto the
turning blue. | knew."

The paramedics rushed Craig to hospital,
but he was pronounced dead on arrival.

Neither Craig nor Lisa had any idea a blood clot had developed in his leg and that part of the
clot had broken off and caused the pulmonary embolism which the post mortem results showed
lead to his tragic and untimely death. There was no apparent reason why he should have
devel oped the DVT or the subsequent PE, but
DVT so there may have been a hereditary factor involved.

Lisa told me: "He was a fantastic husband and a loving dad who shall be missed very much ".
Craig was loved by everyone who had the fortune to meet him, he was a gorgeous person in
every way, had a great personality, sense of humour and was always the life and soul of any

party.

On September 19th Lisa and her friends Sarah Kaye, Stuart and Rebekah Mason, Andy Hall,
Kieran and Keeley Holmes completed the Yorkshire Three Peaks Challenge in memory of Craig
and to raise money for Lifeblood.

This challenge is a gruelling trek taking in the peaks of Pen-y-Ghent, Whernside and
Ingleborough. These peaks form part of the Pennine range, and encircle the head of the valley
of the River Ribble, in the Yorkshire Dales National Park.
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Personal Experiences o Contd/ -

Lisa dropped me a line a few days laterto say fAJust to | et you Kkn
Yorkshire Three Peaks Challenge on Saturday in under 12 hours, each receiving a certificatea

fit was a very hard journey and | almost quit after the second peak, but thinking of Craig spurred
me on. It left me almost crippled in agony the day after and | lost a couple of toe nails along the
way. | am very pleased | did it, but | shall NOT being repeatingitany ti me i n t he

F

fWe had a great surprise at the end, so thank God I did finish it, as my parents and friends were
there to meetus withagreatbig banner it was quite emoti ona

Annyads comment

Lisa has never ceased to amaze me over the past few months | have been in contact with her
with her determination, strength of character and sheer will to keep going.

Although at times things have been far from easy for her i she is, understandably, devastated at
the loss of her husband Craig whom she clearly loved very, very much i she has remained
single-minded in her need to do something to make a difference so that his death was not
completely in vain. She has given interviews to a local newspaper, the Barnsley Chronicle link
and also to national magazine fiChatoto help raise awareness of thrombosis.

Not only has she put her own feelings to one side and spoken of her experience to the press in
order to help our cause, to date she has also raised in excess of £1,600 in donations for
Lifeblood and we are immensely grateful for her efforts. Thank you so much Lisa.
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http://www.barnsley-chronicle.co.uk/news/2,0000,2861.html

Spotlight on.
Travel Fellowship Recipients

Last year it was decided that we would put some money aside each year to fund 10 Travel
Fellowships to health professionals to help with the travel expenses of attending meetings and
training courses or presenting their research work at congresses and conferences. | decided that
| would spotlight the exceptional work of a couple of the recipients in this newsletter.

FirstupisDrKat herine Lindsay who works as a Foungd
in Nottingham. She presented an excellent poster [below] outlining the findings of an audit she
undertook looking at appropriate prescribing rates of thromboprophylaxis.

Her audit found that, whilst under-prescribing to eligible patient groups was still a problem,
improvements had been made following the implementation of guidelines and pre-printed drug
cards. It highlighted the need for continuing emphasis on the importance of thrombosis-
prevention to junior medical staff, nurses and pharmacists.

Dr Linsday presented her fabulous poster, which was very well received, at the Annual Scientific
Conference of the British Society of Haematology held in Brighton in April 2009.

The presentation was a valuable one in terms of the aims of Lifeblood as it raised awareness of
the importance of thromboprophylaxis amongst the people who design policies and guidelines for
hospitals on a nationwide level.

We were delighted to have been able to support Dr Lindsay with a travel grant to attend this
conference to present her findings and would like to extend out thanks to her for allowing us to
publish her poster in this newsletter.
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