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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 

In the current climate, I 
wanted to reassure you 
about the steps we are 
taking to ensure The 
Haemophilia Society’s 
long-term future during 
the Covid-19 crisis. 

I know how important 
the work of The Society 

is to you and your family. We are confident 
that with your support and that of our staff 
and trustees, we will weather this storm and 
emerge a stronger charity as a result.  

Firstly, thanks to good planning and 
management, The Society’s finances are 
healthy. We have been holding regular 
meetings to discuss our finances and with 
that has come the need for some tough 
decisions which we have taken with you, our 
community, in mind. 

As of mid-March, our office has been closed 
and staff have been working from home. 
Moving office late last year meant that our 
IT and phone systems were all reviewed and 
working effectively, so the team were able to 
continue to work as usual. I thank them for 
their hard work. 

Like so many other organisations, we have 
had to temporarily furlough some staff. This 
has been a difficult but necessary decision. 
In a small charity such as ours, the board 
knows the team well and many of their 
families.  

We have taken this action with the long-
term interests of our charity in mind. We 
also want to ensure we still have a full 
complement of staff when things eventually 
return to normal. Our remaining staff are 
working as usual, so that we can continue to 
work for you and to be available when you 
need us.  

HaemophiliaSocietyUK  HaemoSocUK  thehaemophiliasociety

Registered charity no. 288260 (Scotland SC039732) 

https://haemophilia.org.uk/
https://www.facebook.com/HaemophiliaSocietyUK/?ref=page_internal
https://twitter.com/HaemoSocUK
https://www.instagram.com/thehaemophiliasociety/
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Welcome to the team! 

Andrew Thompson has 
joined as Grant & Trust 
Fundraiser to develop and 
implement a programme to 
engage with and raise funds 
from foundations, trusts, 
and other grant-making 
organisations. 

He brings over 20 years’ of commercial 
experience to his first permanent role in the 
non-profit sector. A very warm welcome to 
Andrew as he develops this important area of 
growth for The Society.  

I know you will be sorry to hear our other 
piece of news, which is that Liz Carroll has 
decided to step down as The Society’s CEO 
with immediate effect. Many of you knew 
Liz and appreciated the compassionate 
approach she brought to her role over the 
last six years. On behalf of us all, I’d like to 
thank Liz for her hard work and wish her the 
best of luck for the future.   

Our biggest future challenge is fundraising. 
You will have seen the reports that all 
charities are likely to face a big drop in 
income as a result of COVID-19.  

Over recent years we have worked hard 
to diversify our income from corporate to 
community. That has borne fruit, but at the 
moment, presents an additional challenge.  

That is why it was so wonderful to see what 
a success World Haemophilia Day 2020 was. 
We loved seeing all the activities you got up 
to, and the support you showed, especially 
the pictures of Buddy which so many of you 
had printed off and coloured in.  

We were so disappointed to have to cancel 
our Talking Red conference in York last 
month and that so many other events have 
also had to be postponed.  Rest assured 
we’re busy planning bigger and better events 
for the future and we look forward to the 
time when we can see you there.  

As always, we love to hear from you. If you 
have a story you think might be of interest 
for our next edition or our website, please 
get in touch at info@haemophilia.org.uk or 
on 020 7939 0780.  

In the meantime, stay safe and please know 
that we are here for you if you have any 
issues or concerns during these challenging 
times.  

Clive Smith Chair, The Haemophilia Society

mailto:info%40haemophilia.org.uk?subject=
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World Haemophilia Day 2020 

This year’s World Haemophilia Day on 
Friday 17 April was one with which we had 
mixed feelings. With everyone stuck at 
home in lockdown, we wondered how the 
community would experience this day, one 
of the most important in our calendar.

Here at The Society, this year was 
not about making money and getting 
donations, but one of support and 
engagement with the UK community. As 
the only UK-wide charity for people with 
genetic bleeding disorders, we wanted to 
find a way to be as inclusive as possible. 

The response from you all was #AMAZING 
– from people wearing red to the Buddies 
Who Brunch events that took place, we 
saw so many people getting involved!

We had people dying their hair red, making 
red food and children colouring in pictures 
of Buddy from our Buddy Kids Corner. 

Companies such as Sobi, Roche and Takeda 
all held virtual events. Roche even held a 
Town Hall meeting that one of our team 
spoke at, along with a Buddies Who Brunch 
Cake Bake Off! 

Sobi organised a teamwide brunch, and 
also supported us with a Radio Day that 
our vice chair of trustees, Kate Khair spoke 
at, reaching thousands of people across 
the UK, talking about Bleeding Disorders.

Other trustees got involved too, the 
pinnacle was our chair of trustees, Clive 

Smith who did a sponsored 100 mile bike 
ride, from his indoor gym (garage). Clive, 
who has Severe Haemophilia A, took up 
the challenge as part of his training for an 
Ironman competition this autumn, which 
will be his 5th.

Thank you for all of your support in 
making this year so special, even in these 
unprecedented times. 
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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, karaoke or quiz night, or 
even simply set up a standing order! 

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. Sign up today!  

Events Update 

We have had to postpone or cancel most of 
our mass participation events this Spring/
Summer, but that hasn’t stopped us in 
our fundraising efforts and we need your 
support more than ever. 

We would love for 
you to join us at our 
now virtual Buddies 
Who Brunch event. 

Head to our website 
to download our 
fundraising pack 
here, invite your 
friends and family to 
join you via any of the online platforms and 
eat, drink and have fun while raising vital 
funds for our community.  

For those of you who are trying to pass 
extra time at home with getting stuck into 
crafts, we have also organised a knitting 
campaign, Knitting for Uganda, where 
you can get your networks to sponsor 
you while you knit blankets for the 
haemophilia community in Uganda. For 
more information about the project and 
how you can set up sponsorship, head to 
our website. 

At Home Fundraising  

Some of you have 
come up with 
fun new ways to 
fundraise and pass 
the time while 
the country is in 
lockdown. One 
of our supporters 
found a great way 
of staying in shape 
while at home by 
rowing the length of 
the English Channel 
(33.1km) on a static 
rowing machine! 

We welcome you to get in touch with 
any ideas you have that could raise some 
funds, enagage with our community and 
have some fun at the same time! 

Challenge Events  
 
We would still love for you to sign up for 
challenge events that will take place after 
the lockdown is lifted. We still have places 
at some of the biggest sporting events, 

E-HQ

https://haemophilia.org.uk/get-involved/fundraising/buddies-who-brunch/
https://haemophilia.org.uk/knitting-for-uganda/
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such as Swim Serpentine (1-mile swim), 
Ride London, Great North Run and Parallel 
Windsor. 

Email events@haemophilia.org.uk if you 
would like to take part and we will send you 
a registration form and give you any support 
you need to take part. 

Big Red Glasgow Bridge Walk 

Just before the lockdown we held our first 
Big Red Glasgow Bridge Walk. 

Despite battling challenging weather 
conditions, our Scottish supporters showed 
us that a little rain and wind can’t stop them 
and made the walk a huge success. 

We had a fantastic day with everyone who 
registered turning up and some of them also 

bringing along their friends and families to 
support such an important cause and come 
together as a community. 

Our walkers not only raised almost £3,000 
for The Society but they also showed us fine 
Scottish hospitality and friendliness. 

We would like to say a huge thank you to 
each and every one of you who took part. 
We could not do what we do without you. 

Big Red London Bridge Walk 

We are still planning to go ahead with the 
Big Red London Bridge Walk later on in the 
year and we would love to see you there. 
 
Sign up and show your support by starting 
to fundraise now to be entered into our 
surprise prize draw for top fundraisers! 

We really appreciate everything you do, and 
we would like to thank you for all your extra 
support during these uncertain times. 

We are a small but closely knit community 
and together we will come out of this even 
stronger and ready to make the rest of the 
year the best one so far! 

mailto:events%40haemophilia.org.uk%20?subject=
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Lads and Dads 

The Haemophilia Society held its second 
‘Lads and Dads’ residential event over the 
last weekend in February, after the huge 
success of last year’s event. 

The weekend was planned by the Youth 
Ambassadors in conjunction with The 
Society, and together they all agreed that 
our community needed to continue with 
the same goals of education, activities and 
social opportunities.

The weekend was full of action-packed 
activities, and despite the horrendous 
weather of Storm George, morale was high 
with everyone excited.

The group arrived on Friday evening for 
an early start the following morning. 
On the Friday night it was decided that 
the following day was going to be a 
competition - Dads vs Lads. Saturday 
started with Orienteering, with the Lads 
completing the task set first the Lads 

were 1-0 up. After warming up with hot 
beverages, it was crate stacking, here 
surprisingly the Dads won this task going 
into the afternoon activities 1-1. After 
lunch it was off to the final event of the 
day, clay pigeon shooting. As the lads 
expected, their Dad’s experience seemed 
to be key on this one, resulting in the Dads 
being victorious finishing the day at 2-1. 
The evening consisted of watching the 
football and playing games.

The final activity of the weekend was 
canyoning through the National Park’s 
waterfalls, jumping and traveling through 
white water and rapid rides. The activity 
finished with a scary 7 metre jump into the 
cold waterfall.

Youth Ambassador Alex Taylor-Rose said: 
“The weekend was another key success 
on the back of last year’s Dads and Lads 
weekend. Our community isn’t the 
biggest out there, so it’s key to get as 
many of us together to share experience 
and help each other as much as possible. 
The weekend was brilliant to make new 
friendships, and I am sure that these 
new friendships go beyond events put 
together by The Haemophilia Society. I 
look forward to seeing new faces at future 
events as well as those I’ve met this 
weekend.”
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Youth ambassador training 
 - Josh Crombie 

I was asked if I could write a short article on 
the Youth Ambassador’s training weekend 
in Manchester at the end of January. I was 
worried how to fit everything we did and 
discussed into 150 words but, after some 
thinking I could do it in three: productive, 
meaningful and fun.

We had a trainer from Haemnet offer us an 
insight into our personalities and how we 
can use our own specialist areas to benefit 
The Society and help each other. 

We also created a Leonardo DaVinci-
esque collage of what we are as Youth 
Ambassadors that I expect to see in the 
Louvre soon.

Most importantly however we are now 
working in three teams to improve three 

aspects of living with haemophilia going 
forward. These teams are concerned 
with: keeping sport involved throughout  
haemophiliacs’ lives; improving and talking 
about mental health within haemophilia 
and the concerns of women with bleeding 
disorders.

We’re very excited to be involved in projects 
that should be making a noticeable impact 
soon and we’re all looking forward to our 
future work with The Society. 

E-HQ

The Haemophilia Society is turning 70! 

We really want to use our birthday as an 
chance to raise awareness of genetic bleeding 
disorders across the UK but we need your 
help to do this. 

We want to use your memories and photos 
of our history as this will bring all these 
moments to life. If you have any stories or 
photos that you are happy to share, please do 
email info@haemophilia.org.uk

We will have more news about our 
celebrations soon. Starting with our 
birthday in June 2020 we will spend the year 
celebrating and commemorating our history 
as we prepare to kick off our next 70 years.

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

Mark Ward is The Haemophilia Society’s 
LGBTQ+ Ambassador. He has severe 
haemophilia A and was infected with 
HIV and hepatitis C as a result of the 
contaminated blood scandal. Here, he gives 
his verdict on the Infected Blood Inquiry so 
far.  

“I travelled to the Infected Blood Inquiry 
hearings around the United Kingdom to 
support friends I have known for years as 
well as the new ones I’ve made along the 
way and the same things have stood out to 
me: The kindness, compassion and respect 
shown to those infected and affected along 
with a huge sense of community. 

For many, this was the first time they were 
given the opportunity to tell their story and 
were listened to. The power of finally being 
heard in itself must not be underestimated 
as so many felt their voices didn’t matter. 

I would also like to applaud the psychological 
support provided by the Red Cross. A 
dedicated team who have also listened 
and grown, they now have the tools to 
offer the support needed with a genuine 
understanding of the tragedies we have 
faced. We are damaged people and as the 
inquiry moves forward it will affect us again 
in different ways. 

An example of this was the expert hearings. 
Although the information required for this 
phase was vital and validating, it has left 
many feeling extremely low and emotional. 

The inquiry moved forward but the victims 
didn’t. We listened as the experts said, 
sometimes word for word, the very things 
we have been saying for over three decades. 

Some of the experts brought me to tears 
because as they spoke I could feel their 
words. The dark times, the fear, the side 
effects of the highly toxic drugs, the stigma, 
the helplessness, the death, loss and 
constant grief. 

I cannot comment on how I feel the inquiry 
is going without some concerns. 

In 2009, following an Independent Public 
Inquiry, the noble Lord Archer of Sandwell 
published his report. On page 107 are his 
recommendations which include: 
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• Access to counselling  
• Patients with haemophilia who have   
 received blood or blood products,   
 and their partners, should be    
 tested for any condition identified by   
 the Committee described in 1 above 
• Direct financial relief 

His recommendations were generally 
ignored. Despite his friend and Haemophilia 
Society President, the late Lord Morris of 
Manchester attempting to enshrine Lord 
Archer’s recommendations into law, he was 
met with objection from the Government. 

Lord Morris passed away without achieving 
closure for the community he adored and 
hundreds continued to die in poverty, denied 
justice or the truth. 

Over a decade later, Sir Brian Langstaff has 
again called for the very same things and 
once again met with lies, excuses, delay 
tactics and similar resistance.”

 

Infected Blood Inquiry 
work goes on, but public 
hearings postponed  
The Infected Blood Inquiry team has made 
clear that its work will not stop despite 
postponing public hearings as a result of 
coronavirus. 

While we wait to hear when hearings will 
be resumed, the inquiry’s team of 200 
investigators is continuing to sift through 
millions of pages of documents as part 
of its preparation for the next stage of 
investigation. 

When public hearings do re-start, the 
inquiry will focus on haemophilia centres 
and the clinicians who worked there during 
the contaminated blood scandal. The 
inquiry will be trying to find out what was 
known about the levels of risk linked to 
factor concentrate at the time.  

It is expected to move on to questioning 
decision-makers such as politicians and 
health officials. 

You can keep up to date with developments 
by following our dedicated twitter account 
@HaemoSocUK_PI, joining public inquiry 
facebook page or checking the public 
inquiry section of our website.  

 

http://@HaemoSocUK_PI
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Newly Diagnosed Weekend 
On Saturday 7 March, we welcomed 11 
families to our newly diagnosed weekend 
at Center Parcs Elveden Forest in Suffolk.  

Many of the children had recently received 
a diagnosis and understandably parents 
expressed anxiety of what was ahead of 
them as a family. 

The parents were engaged by a range of 
expert speakers including a consultant, 
nurse, play specialist, physiotherapist and 
psychotherapist, with plenty of opportunity 
to ask all those questions that we all feel 
we never get a chance to ask. 

Four of our youth ambassadors were on 
hand to talk about their life experiences, 
give demonstrations of how to administer 
their products and along with our brave 
nurse let families “have a go”. 

Two of our female youth ambassadors 
highlighted the importance that women 
and girls can also be affected by bleeding 
disorders and talked about the impact this 
can have throughout their lives. 

As always, a key element of the weekend 
and all our events is a chance to meet 
other families and realise you are not alone 
and there is a great community to support 
you. As one family said after the event: “It 
has been so refreshing to speak to families 
like us and people that understand what it 
is like to live with haemophilia. Everyone 
has been really friendly and easy to talk 
to.”

Some more feedback we recieved from 
a family who attended: “Information 
from specialists was pitched at the right 
level for me having a newly diagnosed 
child. It was great to meet other parents 
and the youth ambassadors and I feel 
more confident and informed. I felt the 
information I have learned regarding 
“inclusion” will directly impact my son 
and stop me trying to wrap him in cotton 
wool.” 

We would like to give a huge thanks to our 
speakers who give up their time for free 
and without them we could not hold these 
events. To our youth ambassadors who 
help us bring these events to life. Finally, 
to our sponsors Pfizer, Shire, Spark, Roche/ 
Chugai and BioMarin, without whose 
support we could not run these weekends.  

Our next weekend is now scheduled for 
October 2020. If you know of someone 
who could benefit from attending one of 
these events, please contact us at info@
hamophilia.org.uk 

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

