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E-HQ
The Haemophilia Society magazine 

Autumn 2019

Welcome  
E-HQ will keep you up to date on our projects and activities and is produced 
twice a year (October and April). Our printed HQ goes out to all members in 
July and December and there are updates on our website to look out for too!

For everyone affected by a genetic bleeding disorder 
haemophilia.org.uk 

It’s been a busy few 
months here at The 
Society, and we have 
planned and attended 
many exciting events. This 
week also saw the last of 
the personal testimonies 
at the public inquiry until 
the end of the inquiry. 

In September we held an interactive training 
weekend for our Youth Ambassadors, 
who helped shape ideas for new events 
specifically aimed at supporting older 
teenagers with bleeding disorders. 

We also launched our programme of Family 
Days this autumn to tie in with half-term 
holiday weeks. We visited some great places 
and met lots of fabulous families.

With our future plans in mind, it is great 
news that we have added to our team 
 

with two new staff members (see page 2) 

We hosted two events at the major party 
political conferences this autumn to raise 
awareness about access to breakthrough 
treatments for people with bleeding 
disorders (page 5) and some of the team 
travelled to North Macedonia to attend the 
European Haemophilia Consortium annual 
conference/congress (page 8) both were 
great expereinces allowing us to share and 
learn together. 

We hope you find the updates in E-HQ 
useful. We are always happy to hear from 
you, so please do email info@haemophilia.
org.uk with your feedback. 

 
Liz Carroll
CEO, The Haemophilia Society 

HaemophiliaSocietyUK  HaemoSocUK  thehaemophiliasociety

Registered charity no. 288260 (Scotland SC039732) 

https://haemophilia.org.uk/
mailto:info%40haemophilia.org.uk%20?subject=
mailto:info%40haemophilia.org.uk%20?subject=
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News from the fundraising and engagement team  

Big Red London Bridge Walk &  
Big Red Glasgow Bridge Walk 

Explore the sights of two amazing cities 
next year with our two community bridge 
walks. 

GLASGOW – 7 March 2020
LONDON – 21 March 2020 

All are welcome, with a registration fee of 
just £6 (T-shirt included), and no minimum 
sponsorship (although there is a prize draw 
for those who raise over £150).  

Have fun for funds, join #OurFamily  
 
We can’t wait to see you there!  

To sign up email events@haemophilia.org.
uk for more information.

Welcome to the team! 

We are pleased to welcome two new 
staff members to The Society. 

Emma Luxton has joined us as Digital 
Communications Executive and is 
responsible for growing and developing 
our online presence. 

We also welcome Lina Gorenscek as our 
new Community and Events Fundraiser.

Lina is responsible for developing 
and implementing our community 
fundraising, managing several key events 
such as the London Marathon and Ride 
London. 

It’s great to have them on board! 

Service of thanksgiving and 
remembrance

For the 21st year we held the annual 
service of thanksgiving and remembrance 
for those who have died from 
contaminated blood products. 

The service is always the last Saturday 
in October at 2.30 pm and is held at the 
beautiful St Botolph’s without Bishopsgate 
church, the home of the book of 
remembrance and the icon for those who 
have died. 

This is always a beautiful service giving 
families and friends time to reflect and 

come together remembering those they 
have loved. During the service we read 
the names of those who have died, if their 
family members have asked for them to 
be read and the book of remembrance is 
available for people to look at.

If you would like to add your loved ones 
name to the book, or ensure their name 
is read out (first names only) please do 
contact us. 

You can request a form to add someone’s 
name to the book by calling 020 8939 0780 
or at info@haemophilia.org.uk

Names will be added prior to the service 
each year.  

mailto:events%40haemophilia.org.uk%20?subject=
mailto:events%40haemophilia.org.uk%20?subject=
mailto:info%40haemophilia.org.uk?subject=


For everyone affected by a genetic bleeding disorder  
 

Contact us at info@haemophilia.org.uk or 020 7939 0780 
 
Charity no. 288260 (England & Wales) SC039732 (Scotland) UK company 1763614

HaemophiliaSocietyUK

 HaemoSocUK

 thehaemophiliasociety

Christmas Cards  
available now!  

Show your support this year and buy your 
festive cards from The Haemophilia Society 

 

 

Cards are now available to purchase online 
from www.haemophilia.shop!

The Nativity

© Admiral Charity Cards
Recyclable card from chlorine free pulp and managed forests. 

For advice on recycling Christmas cards please contact us.

Winter Village

© Admiral Charity Cards
Recyclable card from chlorine free pulp and managed forests. 

For advice on recycling Christmas cards please contact us.

Jolly Christmas

© Admiral Charity Cards
Recyclable card from chlorine free pulp and managed forests. 
For advice on recycling Christmas cards please contact us.

Sparkling Tree

© Admiral Charity Cards
Recyclable card from chlorine free pulp and managed forests. 
For advice on recycling Christmas cards please contact us.
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Fundraising in your local community

Please consider fundraising for us in your 
local community, to support our work 
and raise awareness of genetic bleeding 
disorders. 

You can hold a regular coffee morning, 
lunch with friends, a karaoke or quiz 
night, or even simply set up a standing 
order! Resources to help you with your 
fundraising can be found on our website 
here. 

We couldn’t do what we do without 
you, and your fundraising will help us to 
continue to provide our vital services, such 
as our Newly Diagnosed Weekends, Youth 
Camps, advocating for improved treatment 
and care, and much more. 

 
Our 70th Birthday PRUDENTIAL 
RIDELONDON 100

Enjoy cycling? Fancy raising money for  
The Haemophilia Society? 
 
Next year is our 70th Birthday – why not 
take an epic challenge to help raise funds 
for us? 

Our applications for RideLondon 100 on 
Sunday 16 August are now open! 

Starting from Queen Elizabeth Olympic 
Park, you will cycle out of London
and into the Surrey countryside, before 
returning to finish past Trafalgar
Square, on The Mall.  
 

Email events@haemophilia.org.uk to 
register your interest, and ask for an 
application form! Registration fee £20, 
minimum sponsorship £500.
 

Online shop

Choose from our new range of 
merchandise, and support all those with a 
genetic bleeding disorder across the UK! 

With a Talking Red event planned for 
March 2020, we need to start preparing! 
Grab yourself a Talking Red nail varnish 
from our store now! haemophilia.shop 

E-HQ

https://haemophilia.org.uk/get-involved/fundraising/organise-your-own-event/
mailto:events%40haemophilia.org.uk?subject=
https://www.haemophilia.shop/
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Bleeding disorder care on the political 
agenda

The Haemophilia Society hosted two events 
at the major party political conferences this 
autumn to raise awareness about access to 
breakthrough treatments for people with 
bleeding disorders.

A report to be published by the All Party 
Parliamentary Group on Haemophilia and 
Contaminated Blood later this year looks 
at whether the current NHS commissioning 
system has the flexibility to incorporate new 
technologies, such as gene therapies.

In lively debates at events at the Labour 
party conference in Brighton and the 
Conservative conference in Manchester, 
the panel of politicians, healthcare and 
industry experts discussed whether the NHS 
commissioning system is fit for purpose in 
the 21st century. 

The panels, chaired by Caroline Wheeler, 
deputy political editor at The Sunday 
Times, discussed whether a change in 
commissioning policy could save the NHS 
millions of pounds a year by taking into 
account the longer-term benefits of new 
treatments. 

Panellists also talked about the need to 
tackle large variations in care across the UK, 
particularly in areas such as mental health 
support and specialist physiotherapy. 

Liz Carroll, CEO of The Society who was 
also a panellist, said: “Both events resulted 
in fascinating discussions which clearly 
resonate with charities, healthcare 

professionals and industry. We believe that 
the lessons learnt from our research into 
bleeding disorder care could pave the way 
for a radical overhaul of NHS commissioning 
policy. I look forward to continuing this 
debate and raising awareness of this key 
issue for people with bleeding disorders 
when the report is published.”

Earlier this year the All Party Parliamentary 
Group on Haemophilia and Contaminated 
Blood commissioned The Haemophilia 
Society, which acts as its secretariat, to 
evaluate the current systems of care for 
bleeding disorders. Using oral and written 
evidence from people with bleeding 
disorders, industry groups, clinicians and 
NHS England, this investigation also looked 
at how the commissioning and treatment 
systems work in theory and in practice. The 
research has been funded by Sobi. 

The full report, which will explore all 
the above topics in more depth, will 
be published soon. The APPG and The 
Haemophilia Society will then work with 
stakeholders to try to bring about an 
overhaul in commissioning and national 
standards of care required to improve 
outcomes and quality of life for those living 
with a bleeding disorder. 



Enjoy sessions on a wide range of relevant topics, meet others with bleeding disorders and 
find out the results of trustee elections for 2019.

To celebrate our Annual Member Conference, we will also be holding a  
fabulous gala dinner at the Liverpool Marriott. 

This event is available to all members, and you can register for a track session 
 (Severe Haemophilia, Mild & Moderate Haemophilia,  

Von Willebrand, Rare Bleeding Disorders, Womens, Inhibitors, Exercise and wellbeing),  
and the three-course gala dinner evening via our website at 
 haemophilia.org.uk/who-we-are/conference/ 

You can view and download the programme and decide which sessions you would like to 
attend here All sessions are completely free.

A FREE Crèche & activities for children are provided throughout the weekend. 

We can’t wait to see you there! 

Book now for our member conference, 
dinner and disco - 16/17 November Liverpool  
#Empower    #Educate    #Advocate

http://www.haemophilia.org.uk/who-we-are/conference/
http://haemophilia.org.uk/wp-content/uploads/2019/10/conference-agenda-programme-2019.pdf
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Youth ambassador training

Our youth ambassadors have been on a 
special training weekend to help them build 
up the skills they need to become future 
leaders and advocates.

A group of seven young people met in 
London to take part in workshops and get to 
know other youth ambassadors, supported 
by staff from The Haemophilia Society. 

During the weekend they discussed the 
values and objectives of The Society 
with our CEO Liz Carroll, took part in a 
communications workshop and came up 
with ideas for new events specifically aimed 
at supporting older teenagers with bleeding 
disorders. 

A communications expert worked with the 
youth ambassadors on techniques for telling 
their stories to make sure they connect with 
their audience and give a real insight into 
their life experiences. 

Jess Page, 24, who attended the training, 
said: “The weekend was really useful. It 
gave me the confidence to speak about how 
my haemophilia has affected me and to 
be able to support other people with their 
bleeding disorders. We now know how we 
can help other people and how our stories 
can be relevant to them and what our new 
role is in The Society.

“For me, it’s about empowering, supporting 
and being an advocate - all those things are 
so important. I’m particularly interested in 
the ways in which I can support people.“ 

The Youth Ambassadors Programme was 
launched in 2015 to encourage, develop and 
empower young people in our community 
to become our future leaders and 
advocates and support them in their career 
development. The role involves a three-year 
commitment to working with The Society. 

Alex Taylor-Rose, 23, became a youth 
ambassador in the summer and attended 
the training weekend. He said: “By the end 
of the training, thanks to the support we 
received, I felt a lot more confident about 
telling people about my story and life 
experiences. It was good to get together as 
a group and find out about each other too. 
A lot of us are new, but it was also great to 
meet more experienced youth ambassadors 
and learn from them.”

Alex added: “As a youth ambassador I want 
to be able to reassure families that having 
haemophilia is not the end of the world 
– you can still have a normal life. I hope 
I can help people with haemophilia gain 
confidence in dealing with their treatment.”
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Sharing and learning 
together at the EHC 
Some of the team were recently in 
North Macedonia attending this years 
European Haemophilia Consortium annual 
conference/congress.

Being part of the EHC is an important part 
of our work, as the representative charity 
for the UK.

During the weekend the team, including 
staff, trustees and Youth Ambassadors, 
attended sessions about new treatments 
and shared ideas with our European family 
about supporting our community through 
events and publications.

Our chair of trustees, Clive Smith sat on 
several panels as a speaker, and is himself 
the Youth Adviser for the EHC, helping 
to shape the younger members of the 
community to become strong advocates 
for all. 

He had the chance to meet with other 
NMO presidents/chairs to discuss issues 
like Brexit and treatment access.

We also had our Inhibitor Ambassador 
Josh Crombie present, who attended an 
Inhibitor workshop/pre-conference along 
with our Head of Policy & Programmes 
Debra Morgan, and they learnt more about 
new treatments and care. 

Matthew Minshell, one of our Youth 
Ambassadors, attended a pre-conference 
youth training session along with one of 
our members, William McKeown, from 
Northern Ireland.

Of course the EHC attracts many 
consultants, nurses and top UK 
professionals including Dr Dan Hart 
(Royal London Hospital), Debra Pollard 
(Royal Free Hospital), Dr Kate Khair and of 
course Jamie O’Hara from HCD Economics 
(pictured above with Clive Smith).

Lots of learning, lots of information sharing 
and lots of plans for the coming year. 



E-HQ

November 
16-17 Member conference & AGM, 
Liverpool
22-24 - EHC - New Technologies, Athens
28 - 1 Dec EHC Inhibitor Summit, 
Barretstown, Ireland
December 
4 - Christmas carol service 
1 - World AIDS Day
February 2020 
Lads & Dads weekend, TBC
March 
6-9 Newly Diagnosed Weekend – Suffolk 
7 - Big Red Glasgow Bridge Walk
8 - International Women’s Day 
14 - Talking Red Event, York
21 - Big Red London Bridge Walk
TBC - Local Group Forum              
            

April 
7 - World Health Day  
17 -  World Haemophilia Day 
26 - London Marathon 

                    

UPCOMING EVENTS - MORE TBC

 
For tickets, visit haemophilia.org.uk/events-page/christmas-carol-service/ 

or contact us on 020 7939 0780 or at events@haemophilia.org.uk  
 

Join us for an evening of traditional carols,  
choral singing and guest readers. 

Christmas Carol Service  

Wednesday 4 December at 7.00pm 
 
St Botolph without Bishopsgate 
Bishopsgate London, EC2M 3TL  
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Newly Diagnosed Family weekend

Another great weekend was held for families 
newly diagnosed with a severe bleeding 
disorder. This time it was held at Center 
Parks Sherwood Forest in Nottingham.  

We welcomed ten families who told us what 
they were hoping to get from the weekend:

 “To get a more comprehensive 
understanding about my son’s future. What 
he needs/what to expect and how we can 
best support him.”

“To meet other families in the same 
situation. To feel positive about the future 
and to feel confident I will cope with giving 
injections and learning to manage this.” 

“Meeting new families and staying in 
contact with them. Finding out more about 
The Haemophilia Society and how to be 
more involved with it.”

Saturday began with Dr Kim Elliott, 
Consultant in Haemostasis and Thrombosis 
who gave an amazing presentation on 

Haemophilia and von willebrands disease 
including the inheritance, treatment, port-a-
caths and the new ways to treat haemophilia 
and vWD. Shaun Emmitt, haematology nurse 
specialist followed with a talk about the 
role of a haemophilia nurse and how they 
support their patients both at home and in 
the community.  

After lunch, Jessica Page and Scott McLean, 
two of our Youth Ambassadors spoke to 
the families about their own experiences of 
living with a bleeding disorder. 

Martin Sugg, Psychotherapist followed with 
a presentation on Emotional support and 
Mindfulness and then lead separate sessions 
for mums and dads to enable them to talk 
openly within their groups about how they 
feel.     

On Sunday David Stephensen, 
Physiotherapist gave an in-depth 
presentation on Maximising movement and 
function. He gave an overview of muscle 
strength development during childhood 
and some of the mechanisms reported to 
influencing muscle strength developments. 
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He also discussed how improving muscle 
strength can reduce the risk of joint trauma 
and bleeding.   

Finally Stephanie Liddle, gave an interactive 
presentation on how Play Specialists help 
families with needle anxiety and parents 
can help their child deal with invasive 
procedures they may find stressful.  
 
This included breathing techniques and 
preparation play. The weekend ended with 
a Sunday lunch before the families left to 
enjoy the rest of their stay at Center Parcs. 

Following the event families told us the 
weekend was a �Friendly event - nice to 
hear from such a variety of professionals 
as well as other parents of children with 
bleeding disorders.”  
 
“Coming from an active family it was good 
to hear from the Youth Ambassadors 
promoting exercise and active lifestyles.”  
 
“Everything it was all beneficial to me. 
Meeting others in the same situation. The 
talk from Scott - the reassurance my son 
can live a normal life.” 
 
“Really great to meet other parents in the 
same position. We’re very grateful to the 
Haemophilia Society staff.”

Our next newly diagnosed weekend will be 
held in March 2020. All our planned events 
can be found at haemophilia.org.uk/events  

Infected Blood Inquiry 
update  
The first phase of the Infected Blood Inquiry 
reaches its conclusion today [Friday] as the 
final personal testimonies are heard.

Since resuming hearings at the beginning 
of October, the Inquiry has listened to more 
brave and harrowing stories about the 
impact of contaminated blood and blood 
products on everyday lives. We have heard 
of the physical, financial and emotional 
devastation this scandal has caused. A 
number of witnesses have spoken about 
the deep psychological trauma which 
they have experienced and of the lack of 
emotional support available to them as 
they try to move forwards with their lives.

The next public hearings will start on 24 
February 2010 when some of the Inquiry’s 
expert witnesses will give evidence over 
five days about hepatitis, HIV, haemophilia 
and other bleeding disorders as well as the 
psychosocial impact of infection as a result 
of contaminated blood and blood products.

We expect the investigative stage of 
the Inquiry to begin later next year. It is 
probable that a further series of personal 
testimonies will be heard right at the end 
of the Inquiry, but we await confirmation of 
this.

To keep up to date with Inquiry news you 
can follow our dedicated twitter feed  
@HaemoSocUK.PI or join our closed 
statutory inquiry facebook page. We also 
produce regular newsletters. 

If you have any questions about the 
Inquiry or are struggling to find the right 
support please contact a member of our 
public inquiry team on publicinquiry@
haemophilia.org.uk

http://haemophilia.org.uk/events 
mailto:publicinquiry%40haemophilia.org.uk%20?subject=
mailto:publicinquiry%40haemophilia.org.uk%20?subject=
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Fun family days this half term! 

The team have been out and about visiting 
some fabulous locations and meeting some 
of our fantasic families this Autumn. 

We have welcomed families at London Zoo, 
Edinburgh Zoo and The Deep in Hull among 
others. 

Families who attended told us:

 “We are all tired but it was worth it, thank 
you again for a fantastic family day!!”

“We absolutely loved today!! Can’t believe 
how big the zoo is!! Thank you!!”

“We absolutely loved today.”

There are other family days happening next 
week so we will update you on those in HQ! 

For all of our planned events, please see 
haemophilia.org.uk/events/

London Zoo 

The Deep, Hull 

Edinburgh Zoo 

http://haemophilia.org.uk/events/

