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Welcome

On 30 April 2019, decades after the 
contaminated blood scandal changed our 
community forever, the infected blood 
inquiry finally began hearing evidence. I 
had the privilege of attending the first week 
of hearings and watching first-hand the 
testimony of those brave enough to give their 
account; I know for some, simply being there 
was too much. 

During my time as a barrister, I observed 
hundreds of witnesses give evidence in the 
most public of theatres, in highly charged 
atmospheres. Rarely, however, have I seen 
witnesses give evidence with the grace, dignity 
and fortitude of those at the Inquiry. To all 
those going through the process of giving 
evidence, you have our eternal gratitude. 

United in our aim 
On the day the Inquiry resumed, the 
Government announced a further £30m 
financial support to those infected and 
affected. This followed a meeting by a 
number of campaign groups, including The 
Society, with MPs Jackie Doyle-Price and 
David Liddington. The support relates only to 
England. 

As a UK-wide Society, be assured that this 
was not what the government was asked to 
do. It was asked to bridge the divide between 
the Scottish support scheme and the other 
home nations. Instead it has sought to drive 
a financial wedge between us. Along with 
our sister Societies in Wales, Scotland and 
Northern Ireland we will continue to fight this 
injustice with the other campaign groups. We 
will remain united in our endeavour. 

What could you do? 
As well as the past, we must look to the future. 
As the treatment revolution in haemophilia 
continues apace, there has never been a more 

important time to be able to advocate for 
ourselves as patients. Being a knowledgeable, 
well informed community will ensure we are 
able to best demand the treatment that will 
allow us to live full and rewarding lives. To that 
end, I would encourage everyone to consider 
what they can best do to achieve this. Perhaps 
our forthcoming Conference and AGM in 
Liverpool in November could be a sound place 
to start? 

Lastly, I would like to make a plea to you to 
consider getting involved. In November we will 
be electing new trustees and I would invite 
you to consider standing. It is important we 
have a representative board of our members. 
At present, women with bleeding disorders are 
significantly under-represented on the board. 
If you think you might wish to get involved, 
please use the details on the back page to get 
in touch, even if it’s just for a chat and to find 
out what it entails.  

Your community needs you!
Chair of Trustees Clive Smith wants you to get involved 

Clive Smith, Chair 
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Welcome 

Contents It’s a busy summer, and 
there’s more to come  
– HQ reveals all!
 
There’s lots to read about in HQ, as our 
members have been so busy: walking bridges, 
learning to live well into older age, lads and 
dads/mums and daughters having serious fun, 
a global VWD ambassador working group, local 
group activities and more. And of course the 
Inquiry, which has become hugely significant for 
many of you. 

As well as supporting all this activity we’ve 
been working with the APPG on Haemophilia 
and Contaminated Blood to broaden their 
focus to ensure MPs and Lords understand 
that thousands of people live with bleeding 
disorders that affect their everyday lives. 

Members are often surprised that we get no 
government funding, so your support is vital 
to enable us to provide services and support 
without charging. You can get involved in 
various ways, from joining our lottery to 
swimming, running or cycling events. Of course, 
if your joints aren’t up for that then telling 
people at clubs like Rotary, WI or at school 
about life with a bleeding disorder can raise 
awareness, and funds too.  
 
I’m looking forward to meeting you at 
our autumn events, especially our annual 
conference in Liverpool on 16-17 November. 
We had fabulous feedback from last year’s 
participants and hope to make it bigger and 
better this year!

Liz Carroll, Chief 
Executive
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World Hemophilia Day

Making our voices heard worldwide! 
To mark #WHD2019 we asked you to share your stories via our social media channels – 
these are just some of them that reached over 22,000 people: thank you to everyone who 
took part

Matthew, 8 
“I don’t like haemophilia because I must 
have needles two times a week and they 
hurt me. Sometimes my veins are bad, and 
I have to have more needles. My bleeds 
really hurt me, and I feel angry and sad 
when I can’t play with my friends.”

Paul, 18 
“This is my story: intercranial bleed 
on three levels, induced coma for 
five days, seizure caused left side 
paralysis for four days at five and a 
half months. Port in at five and a  
half months, out at three years, 
moved on to veins and started 
self-treating when I was seven.  
I also have an unknown 
platelet disorder. I have 
played cricket since I was 
six and it has helped  
keep my muscles and  
joints strong. I have  
played for Berkshire  
county cricket age  
group teams  
since I was 14.”

Tom on son Jack, 2
“Haemophilia [severe A] has changed 
our lives. You go from normal parents 

to nurses overnight. It’s the hardest 
thing we’ve ever been through. But 

it’s also had such a positive effect on 
our family. We have acquired new 

skills, met some amazing people and 
experienced pride for our son on a 

whole new level.”

Alan, 69
“Should people with 

haemophilia do dangerous 
sports? In my view yes, if 
you can. You take all the   

 safety precautions on  
          offer, you assess    
          the risks and plan for     
            them, and then you   

               go and just do it! I  
 may be 70 next   
          year – but I fully  
      believe that  
  70 is the 

new 16!”

Lewis, 10
“Having a bleeding  
disorder doesn’t  
define us as family;  
we all carry on with life  
as normal albeit  
sometimes a little more  
carefully. We have von  
Willebrand’s, VWD doesn’t have us!”

Zoe, 19 
  “I have been 
                              living with  
  a rare bleeding   
            disorder for 19  
 years. I haven’t   
           let my bleeding  
    disorder hold 

me back; as long as I 
am consistent with my 

treatment I can do what  
I want.”

#WHD2019

You can read more from our members here: haemophilia.org.uk/resources/member-stories/
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APPG

Advocating for access to treatment  
A key part of The Haemophilia Society’s work is to ensure that the voices of people with 
bleeding disorders are heard, and that the concerns you raise with us are brought to the 
attention of the right people

With anxiety over new treatments and whether 
they will be routinely available to people with 
bleeding disorders a concern, it’s time to 
take action to guarantee access to these new 
treatments going forward. 

Inquiry launched 
As you may have seen, the All-Party Parliamentary 
Group (APPG) on Haemophilia and Contaminated 
Blood, a cross-Party group of over 100 MPs and 
Lords, with the help of The Haemophilia Society, 
has launched an inquiry into access to treatment 
for people with bleeding disorders.  

In particular, this inquiry will look at the 
current system of licensing, commissioning and 
prescription of available treatment options. It will 
also review the implications the current system 
may have on future access to upcoming new 
treatments. 

Current and future concerns 
As well as looking towards the future, the report 
will document how the current systems impact 
the treatments that are routinely available now, 
and what treatments the NHS is currently able to 
offer. We plan on showing where the processes 
are working well and when they are not, and 
will make recommendations for how they could 
be changed to improve treatment access and 
outcomes for people with bleeding disorders 
throughout the UK. 

While this is an exciting time for new treatments, 
by making recommendations for reform our 
inquiry hopes to address concerns over the 
current system’s ability to adapt to the evolving 
environment of treatment for people with 
bleeding disorders and overcome the threat that 
new treatments may not be commissioned at all. 

Widespread engagement 
Through the inquiry we aim to engage patients, 
clinicians, civil servants and other relevant 
stakeholders and give them the opportunity to 
input their experience and expertise into our 
final report. This can be done through our call for 
evidence or our survey (both accessible via our 
website). 

In May we launched our call for evidence and 
our survey, and finalised our plans to host oral 
evidence sessions in Parliament. With hundreds of 
responses already in, with many of you no doubt 
having taken part, a clearer view of what people 
with bleeding disorders want from their treatment 
is becoming apparent. 

In the coming months we will keep you updated 
with our progress on the access to treatment 
inquiry, as well as how you can get involved 
in advocating for new treatments and better 
outcomes. 
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On Saturday 23 March we held our Big Red 
London Bridge Walk, where 100+ fabulous 
walkers raised over £13k! The event was 
great fun and saw members from Devon to 
Aberdeen come together to raise awareness. 

Wearing their Haemophilia Society T-shirts 
with pride, our walkers crossed eight bridges 
over the Thames, taking in famous landmarks, 
spectacular sites and quirky cafés! Walkers 
of all ages and abilities took part, from 
individuals to family groups big and small. 

We are so grateful to each and every one of 
our walkers and supporters who enabled this 
amazing event to take place. The money raised 
will allow us to continue to support everyone 
affected by a genetic bleeding disorder. 

We are already planning our next bridge walks 
that will take place in London and Glasgow! To 
register your interest early, please get in touch 
at events@haemophilia.org.uk 
We hope to see you there!

“We all loved it and were so proud to be 
supporting The Haemophilia Society. Zane 
is our hero and we are so proud of him and 
his big sister who supports him every step of 
the way. Zane really does believe anything is 
possible. Always smiling and living life to the 
full! No challenge is too big and nothing will 
stop him, especially not haemophilia!” 
Gemma Gardner from The Gardner Team

“Taking part in the London Bridge Walk was a 
great experience and to talk to other people 
who have bleeding disorders was an added 
bonus to the day.” 
Sam Clarke-Smith 

“Mum and I had a brilliant time doing the 
Bridge Walk and we are so grateful for 
the support of our friends and family who 
sponsored us. We’ve raised £300 for The 
Haemophilia Society, not including Gift Aid.” 
Becky Brown

Bridge Walk 

Big Red London Bridge Walk 
A bridge too far?  
Not for these intrepid walkers!

Christmas Carol Service  



 
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 7pm 
 
St Botolph without Bishopsgate 
Bishopsgate, London EC2M 3TL  

Without you we couldn’t give hope to new parents, represent the 
patient voice or support our older community on an ongoing basis.   

For the price of a takeaway coffee a month, just £4, you could  
make a real difference. 

Sign up to make a regular gift today at  
haemophilia.org.uk/get-involved/fundraising/make-a-regular-gift/

Make an ongoing difference to over 
32,000 people in the UK
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Activity Weekends

We held our first ‘Lads and Dads’ and ‘Mums 
and Daughters’ residential events in the Brecon 
Beacons National Park in February and March 
respectively, and they were a huge success.  

These adventure-packed weekends happened 
thanks to the hard work of our Youth 
Ambassadors, who met and agreed they felt 
our community needed events that combined 
activities, education and social opportunities. The 
events gave members aged 16-25 with a bleeding 
disorder the chance to enjoy an action-packed 
weekend with their parent at a time when those 
close bonds may be changing. 

Youth Ambassador Matthew Minshall said: 
“We are a small part of the community but want 
as many as possible to feel included; we are 
all connected by a bleeding disorder yet have 
so much more in common. The opportunity to 
make friendships that will go further than just 
Haemophilia Society events is amazing because 
we start off on a level playing field and it’s 
more than just another ‘bleeding acquaintance’ 
(pardon the pun).”

Both weekends began on Friday afternoon, when 
the groups explored their surroundings and 
relaxed around the campfire. 

Saturday morning for the lads and dads started 
with a stretch and challenge using various 
equipment and skills to overcome ‘obstacles’ set 
by the training team. This was followed by an 
exhilarating (so we are told!) experience of clay 
pigeon shooting. 

For the mums and daughters, the adventure 
started with a morning of adrenaline-fuelled 
action – quad biking across the Brecon Beacons 
trails. This led on to the calm stillness of unerring 
accuracy and competition with the challenge of 
archery. Back at the farm the participants  shared 
experiences in a discussion group before ending 
day with a trip to Swansea for a cocktail-making 
experience.  

The final activity for both groups was an 
invigorating – for that read very cold water! 
– morning canyoning at the National Park’s 
waterfalls, with a breathtaking white water and 
rapids ride. This concluded brilliantly with a 7m 
jump into a waterfall! 

If you’d like to find out about future events, 
please email services@haemophilia.org.uk 

Lads and Dads and Mums and Daughters  
– what a weekend! 
From quad biking to cocktail making – our families had a blast!



Join our lottery today for a chance to win £25K each week!   
By joining the lottery you will be supporting our work.  

 We will receive income each week from you playing, and you get 
the chance to win some BIG money!  

For more information please go to haemophilia.org.uk/lottery

L O T T E R Y

HaemophiliaSocietyUK

 HaemoSocUK

 thehaemophiliasociety

Visit haemophilia.org.uk/get-involved/leaving-a-legacy-in-your-will/ 
or contact James on 020 7939 0780 or at james@haemophilia.org.uk  

Help us to always 
be there through  
a gift in your will 

By creating a lasting legacy in your  
will you can help us ensure that  
everyone affected by a genetic  
bleeding disorder lives the best  
life they can.
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Each personal testimony has provided a 
unique insight into how the contaminated 
blood scandal has devastated families and 
changed lives forever. No story is the same, 
but each has a common thread of pain, 
stigma and concern at the many questions 
surrounding this scandal which remain 
unanswered.

The courage of those coming forward to tell 
the Inquiry of their experiences has been 
repeatedly praised by its chair Sir Brian 
Langstaff. We would like to add our thanks to 
everyone who has spoken about their personal 
experiences, sometimes for the first time 
in public.

Witnesses from the hearings in London, 
Belfast, Leeds, Edinburgh and Cardiff have 

helped the media, public and the world to 
understand the enormity of the contaminated 
blood scandal and why it is so important that 
the truth is finally uncovered.

We know that for those infected and affected, 
the Inquiry has brought back memories of 
dark times. For many in our community it has 
been a very difficult period of reliving trauma 
and loss.

As well as evidence given at the hearings, 
Sir Brian has pledged to read every written 
witness statement submitted and has 
encouraged more people to give evidence who 
have not yet done so.

The Haemophilia Society has been closely 
monitoring the Inquiry and has been providing 

Infected blood inquiry hears from more than 100 
witnesses  
The infected blood inquiry has now heard from more than 100 witnesses over 44 days of 
hearings that have taken place across the UK

Public Inquiry 
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Public Inquiry 

regular updates on proceedings. Many people 
attending the hearings have praised the Inquiry 
staff, who have made great efforts to make 
people feel at ease and supported. Sir Brian 
makes a point of speaking to each witness 
personally to thank them for their evidence.

Although it is difficult to generalise, some 
themes are emerging from the initial stage of 
evidence. Concern has been raised over the 
lack of consent for testing for HIV and hepatitis 
and there have been many examples of the 
results being known to medical staff but not 
communicated to patients for months or years. 
Those infected with hepatitis C often complain 
of a lack of monitoring and there have been 
calls for regular fibroscans.

The difficulty of obtaining financial support 
through the existing government schemes 
has also been criticised, with many witnesses 
complaining of having to “jump through 
hoops” to get basic support, even when their 
application has been endorsed by their  
medical team.

The Inquiry hearings will resume in London on 
Tuesday 8 October for three weeks of personal 
testimony, followed by other hearings. The 
investigative stage of the Inquiry is not expected 
to start until Spring 2020.

Behind the scenes at the Inquiry
For those of us watching at home, the Infected 
Blood Inquiry looks a little intimidating. Martin 
Beard, who was called to give evidence in Leeds, 
tells HQ how it felt to be an Inquiry witness.

Martin, 50, who has severe haemophilia A, was 
infected with HIV and hep C as a result of the 
contaminated blood scandal.

Under the watchful eye of Inquiry chair Sir Brian 
Langstaff, Martin explained that he had tested 
positive for HIV two years before he was told 
of his diagnosis at the age of 17. His story was 
widely reported in the media the next day.

Martin, who is from Burton on Trent, said: “The 
Inquiry staff were superb. It was a very relaxed 
atmosphere and I didn’t feel nervous at all.”

He added: “I said how isolated I was at times. 
I’d had enough, I wanted to die. That is probably 
the first time I’ve said that in public. For me to 
do that shows I was obviously at ease.”

Martin’s testimony has been viewed more than 
1,300 times online. He said: “If my testimony is 
raising awareness and people around the world 
are watching it, that is brilliant. When I see 
these comments from total strangers who say 
they’d like to thank me for helping to explain 
about haemophilia and living with HIV, it is good 
to know I’m doing something right.”

If you would like to submit a witness 
statement to the Inquiry or would like 
more information or support, contact 
our public inquiry lead Debra Morgan on 
publicinquiry@haemophilia.org.uk

You can follow Inquiry updates on Twitter: 
@HaemoSocUK_PI or through our 
dedicated Facebook page.

 
Martin Beard
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February saw nine newly diagnosed families 
gathered at Sherwood Forest Center Parcs. 
Our amazing weekend speakers included 
a registrar, physio, nurse, psychotherapist, 
trustees and Youth Ambassadors. And one 
family who had previously attended a Newly 
Diagnosed Weekend joined us for a port 
demonstration, which was really special. They 
reassured the new families that if they ever 
felt overwhelmed and needed support, to 
remember that they are not alone. 

We held another weekend for children with 
mild and moderate bleeding disorders at 
Center Parcs Elveden Forest in June. 

Our amazing speakers were Natalie 
Lawson, Haemophilia Nurse Specialist, 
Birmingham Children’s Hospital; Martin Sugg, 
Psychotherapist and Children, Young People 
and Family Practitioner; Nicola Hubert, 
Paediatric Haemophilia Physiotherapist, Great 
Ormond Street Hospital (GOSH); Stephanie 
Liddle, Play Specialist, GOSH; Matthew 
Minshall, Youth Ambassador and Paul Sartain, 
trustee.  

A first for us, we were joined by a play 
specialist whose interactive presentation 
included topics on distraction and breathing 
techniques, preparation play, needle anxiety 
and sibling support. This proved valuable 
for our families, with one parent saying how 
much they enjoyed “learning about the play 
specialist. I had never heard of one before” 
Feedback from the families attending said 
how they “enjoyed spending time with other 
parents, feeling supported and learning from 

the weekend; loved the balance between 
information cascade and establishing 
networks; the quality of the childcare was 
the icing on the cake; enjoyed meeting other 
families with mild and moderate because 
we had never meet anyone else before; 
talking to Matty the Youth Ambassador about 
growing up and what it was like; absolutely 
loved every bit, thank you so much!” 

The next weekends will be on 20 September 
(Dublin), 11 October (Nottingham) and 6 
March 2020 (Norfolk). 
 
All our planned events can be found at 
haemophilia.org.uk/events

Families find confidence and support at ‘inspirational’ 
weekend  
So far this year 18 newly diagnosed families have benefited from our fantastic weekends… 
with more to come 

Newly Diagnosed Weekend

If you have a newly diagnosed child, please 
get in touch. Newly Diagnosed Weekends 
are for all bleeding disorders, regardless of 
their severity. 

To find out more, please email  
services@haemophilia.org.uk
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Living Well 

Living well care pack
We are excited to announce the publication of 
our Ageing with a bleeding disorder care pack, 
available later this summer. This new resource 
is aimed at answering some of the information 
needs of members as they get older.

The pack is in two parts:
• Part 1 is a booklet to help members plan their 
specific needs as they reach an older age. Social 
care can be complicated, but we hope this 
booklet will simplify the situation and explain 
different options. It covers homecare, home 
adaptations and residential care in detail. We 
hope it will answer your questions and provide 
useful links to further resources. 
• Part 2 is a factsheet explaining bleeding 
disorders for external carers and residential care 
home staff. 

We hope to expand the pack in future. Current 
content ideas include retirement, carers, mental 
wellbeing, sexual health and dentistry. Let 
us know what you think would be helpful by 
emailing services@haemophilia.org.uk

Living Well event 
We discussed the ageing care pack we’ve been 
developing with members at our information 
day for older members. The pack was well 
received, and we gained some useful feedback 
for developing the information further. 

Sarah Bowman, Haemophilia Specialist Social 
Worker from Sheffield Haemophilia Centre, 
discussed housing as you get older, benefits, 
ageing well with a bleeding disorder and home 
adjustments if your mobility is reduced. 

Debra Pollard, Lead Nurse at The Royal Free 
Haemophilia Centre, then spoke about vein 
access as joints fuse and veins become more 
fragile, and how your haemophilia centre and 
GP can support you to ensure your treatment 
doesn’t suffer. 

Specialist Nurse Cathy Harrison, also at 
Sheffield, talked about ‘red flags’ such as 
shortness of breath, chest pain, severe 
headache, skin changes and altered vision, and 
when you should seek help. 

The day’s final speaker was Lesley Carter, a 
Senior Health Influencing Manager at Age UK, 
who spoke about emotional wellbeing and how 
to talk about difficult topics. 

We concluded with an update on the 
contaminated blood inquiry to ensure members 
were aware of recent developments and 
hearing dates coming up.

Living well into old age  
An important new resource and a successful event for our older members
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Our Resources

You know you can trust our range of resources 
as they are written by clinical specialists and 
reviewed by health professionals and people 
affected by bleeding disorders. All our resources 
are free and delivered throughout the UK.

We have recently updated the following resources:  

• PIP Factsheet 1 - Making a claim   
 (download)
•  PIP Factsheet 2 - Assessment process  
 (download)
•  Disability Living Allowance for children  
 with bleeding disorders (download)
•  Understanding von Willebrand disease
•  Dental care for adults with a bleeding  
 disorder

We are currently developing the following 
resources: 

• Sex and bleeding disorders
• Schools 
• Rare bleeding disorders
• Inhibitor pack
• Children’s dental booklet  
• Travel information  

For a full list of resources available to download 
or order, please visit:  
haemophilia.org.uk/resources/publications/

Our resources  
Our range of resources offer reliable 
information for you and your family

Dental care for adults with a bleeding disorder 

1

Dental care for adults with 
a bleeding disorder
 

   

Visit haemophilia.org.uk/events-page/service 
or contact us on 020 7939 0780 or at events@haemophilia.org.uk 

 
 

Service of Thanksgiving  
and Remembrance  

Remembering those who have died from contaminated blood products within  
the bleeding disorders community. 

Due to greater awareness of the service, the service will be ticketed so that we 
can ensure the wellbeing of each of our attendees. To book your free place, 

please call or visit our website. 

If you are unable to attend but would like a candle lit or a name entered in the 
Book of Remembrance, please contact us.

Saturday 26 October at 2.30pm   
St Botolph without Bishopsgate, London EC2M 3TL 
The service is followed by refreshments
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WFH

I’m Andy Jacobs, I’m 51 and have 
von Willebrand disease. Last year, Liz 
pressganged me (just kidding, Liz!) into 
becoming the representative for the UK 
Haemophilia Society to work with the 
World Hemophilia Federation to help raise 
awareness of VWD. WFH has a global 
call to action and wants to get as many 
countries as possible to sign up.

Only around 10% of people with VWD 
are diagnosed. In some countries it’s 
considerably less. And in those countries, 
the unmet need is much higher and 
the quality of life much lower than we 
experience in the UK. Even in places we 
consider well developed, we’re talking 
about a two-day trip to get to the hospital 
only to find that they haven’t got the 
treatment you need anyway.  

First steps 

Before we can start to improve things in 
individual countries – including our own – 
our task is to ensure that as many patient 
organisations sign up as possible. At the 
moment it’s 34 but the target for this year 
is 70.

I spent two days in Amsterdam with some 
fantastic people from all over the world, 
with incredible stories about conditions 
in their own countries, to work out what 
the priorities are and how to achieve 
them. Using some of the stories you’ve 
shared with me recently, I helped make a 
list of things that we want to tackle first. 

This includes improving diagnosis, raising 
awareness of VWD among patients and 
healthcare professionals, getting other 
countries to join, and highlighting the 
severity of our condition – one that is often 
misunderstood and trivialised.

My goal for the UK is to help meet those 
priorities and ensure that we have a 
place where we can be seen as a distinct 
community. A common feeling in every 
country is that we’re a bit tucked away 
sometimes.  

Why not join in?

There’s a new Facebook group that you can 
join: https://bit.ly/2WEqTyS. It’s estimated 
that there are 100,000 people with VWD 
in the UK so there’s definitely work to be 
done. If you haven’t joined already, please 
have a look. It’s a small but perfectly 
formed group and represents a good start 
to ensuring that we can be seen.
 

Amsterdam adventure 
Andy Jacobs reports on his new role raising awareness of von Willebrand disease



Why attend the EUC youth leadership 
workshop?

Josh: “After being involved in The 
Haemophilia Society for several years and 
seeing what other youth leaders had been 
able to do at meetings, I jumped at the 
chance!

I also saw it as a chance to get more 
involved in a community that means a lot 
to me both in England and now further 
afield.”

What did you expect beforehand?

William: “I was just really excited to go and 
meet others affected by bleeding disorders 
from around Europe and share ideas about 
how to be effective youth leaders. And to 
be honest, the trip to Amsterdam was also 
a big lure!”

What happened at the youth workshop?

Josh: “The day we arrived, the only thing 
I remember was meeting everyone and 
falling asleep almost instantly when my 
head touched the pillow!” 

William: “Josh took the very early morning 
flight out of Manchester; I took the more 
sedate afternoon flight from Belfast. 
Definitely a good move.” 

Josh: “We started with the dreaded  
ice-breaker, which caused me so much 

panic, 

I completely forgot what anyone said and 
desperately tried to come up with lines 
that didn’t reference haemophilia because 
that’s always my go to! 

After that we were introduced to the EHC 
and how it works, led by really interesting 
and passionate people. We were asked for 
our input and I felt we were listened 
to more than any other panel I’ve been 
part of. 

On day two we got to whet our acting 
chops: getting four blokes to play the 
role of women definitely tested our 
improvisation skills! 

We also listened to and asked questions 
of industry professionals, which gave a 
great insight into how to get the case for 
NMOs into the wider conversation with 
pharmaceutical companies.”

Youth leadership – an inspiring future 
Josh Crombie (21) from The Haemophilia Society and William McKeown (28) from 
Haemophilia NI discuss their experiences at the recent European Haemophilia Consortium 
youth workshop in Amsterdam. Both have severe haemophilia A and are aspiring young 
leaders in the haemophilia community

Youth Leadership 
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Josh Crombie



Youth Leadership 
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What was the best part of the workshop 
and what did you learn about leadership?

William: “For me the best part was the 
people – young leaders from so many places 
united by the shared bond of bleeding 
disorders and a genuine desire to stand up 
for our communities. In terms of leadership, 
one thing that came across was the need 
always to be balanced, professional and try 
to engage members wherever they are at. 

Another is that leadership is hard to do well 
and being a leader does not mean being 
right 100% of the time – which was a relief 
to hear!”

How do you plan to use your learning for 
The Haemophilia Society and Haemophilia 
NI?

Josh: “The leadership training really filled a 
gap in my skill set. 

Now I’ve been given the building blocks of 
how to be a good leader I’m trying to take on 
more responsibility for things in my life and 
work. 

For The Haemophilia Society, I want to see 
if there are any programmes I can help run 
or maybe even set one up from scratch with 
other youth leaders to fill a gap we may not 
have thought of yet.” 

William: “I’ve been taking on leadership 
roles in Northern Ireland over the past 
couple of years, but this has broadened my 
ambition and reminded me how important it 
is to work with other groups nationally and 
internationally. 

It also showed me the real need for young 
leaders – our organisations need to think 
long term and future-proof by getting more 
young people involved.”

What would you say to other young people 
thinking of getting involved with the youth 
ambassador programmes and EHC youth 
leadership workshops?

Josh: “100% go for it; they are brilliantly 
run and you make some good friends. You 
will have good fun and learn a lot so that 
you can be a more valuable asset to any 
programme you decide to join as well as 
giving you plenty of skills for jobs you might 
be interested in.” 

William: “I couldn’t put it any better; 
get involved, stick your neck out and do 
something to make a difference for people 
with bleeding disorders.”

If you would like to become involved in EHC 
activity, you must be a member of  
The Haemophilia Society. 

 

William McKeown 
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Talking Red

There is a lot of misunderstanding about 
bleeding disorders and many people don’t 
know that women are affected too. Living 
as a women with an undiagnosed and 
untreated bleeding disorder risks serious 
complications such as heavy periods, 
prolonged bleeding after a dental or 
surgical procedure or childbirth, anaemia 
and even unnecessary surgical intervention 
such as hysterectomy. 

We kicked off our Talking Red conferences 
jointly with our friends The Irish 
Haemophilia Society. The event in 
Belfast on 22 June 2019 was a day full of 
amazing sessions by Dr Joanna Davies, 
Gynaecological Registrar, The Royal 
Free Hospital; Lochana Nanayakkara, 
Consultant in Restorative Dentistry, Royal 
London Hospital and Vice chair, Dental 
Committee of the World Federation of 
Hemophilia; Trish Bell, Haemostasis 
Clinical Nurse Specialist, University 
Hospital of Southampton; Patricia Byrne, 
Clinical Psychologist/Psychotherapist, St. 
James’ Hospital, Dublin and Dr Bethan 
Myers, Consultant in Haemostasis and 
Thrombosis, Obstetric Haematology, 
Leicester Comprehensive Care Haemophilia 
Centre. 

Rounding off the Talking Red week our 
second conference was held in Birmingham 
on 28 June.  Again, we had incredible 
sessions from Dr Will Lester, Consultant 

Haematologist; Dr Gillian Lowe, Consultant 
Haematologist; Dr Helen Aiston, Principal 
Clinical Psychologist and Sarah Bowman, 
Haemophilia Social Worker.   

Comments from women attending our 
Talking Red conferences said how they 
really enjoyed “the range of speakers and 
the Q&A with time to ask questions at the 
end”, “speaking casually with others at 
this event, this gave me more knowledge 
into issues with my daughter, which may 
or may not be haemophilia related. I feel 
more educated into what choice she has 
now”, “good, practical information and 
advice”, “talking about topics that are not 
mentioned in any talks or conversations 
and to hear life-changing experiences”, 
“opportunity to meet other females with 
bleeding disorders and networking” and “it 
was very interesting, I learnt more things 
that I didn’t know.”

What is Talking Red? 
The Haemophilia Society’s campaign to get 
women talking about bleeding disorders 

If you would like any support with your 
Talking Red activities contact the Services 
team, on services@haemophilia.org.uk   
or 020 7939 0780
haemophilia.org.uk/support/
womensawareness/getting-involved/

Activities  
for  

children 



What’s Your Challenge? 

Save the date!  

Visit haemophilia.org.uk/who-we-are/conference/ 
or contact us on 020 7939 0780 or at events@haemophilia.org.uk  

 

Activities  
for  

children 

Supporting  
each other

We have an exciting Member Conference planned, 
and we would love you to join us!

Expert  
opinion

Interactive  
sessions 

Get in touch today! 

16/17 November  
Liverpool Marriott Hotel



World Hemophilia Day 2019
From spinathons and Easter egg hunts, to school 
assemblies, work bake sales and quizzes, you came 
together as a community to share your stories and 
raise awareness of genetic bleeding disorders for 
World Hemophilia Day in April. #WHD2019 

Rozina Hidayat co-ordinated a school assembly 
for her daughter Aaliyah and ran fun activities 
throughout the day. She said: “I am raising awareness 
of haemophilia with children aged 7-11 years as my 
daughter has Factor XI deficiency. The staff at the 
school are amazing and wanted to raise awareness 
among the young children and give them an insight 
into my daughter’s condition.” 

Ryan chose to fundraise at school, wearing his 
Haemophilia Society T-shirt! He said: “I wanted to 
raise money for The Haemophilia Society because 
this charity is very special to me. I’m very grateful for 
all the support my school has given me. Living with 
haemophilia is tough; it’s hard for other people too 
because they don’t understand it fully. I hope in the future I can keep spreading awareness 
and hopefully raise more money doing it. I’m so happy that I raised £200. I may have 
haemophilia but haemophilia doesn’t have me.”  

Fantastic Fundraising 

Bake sales, golf, marathons and more! 
We couldn’t provide services free of charge without our amazing fundraisers  
– you’re all brilliant!
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Golfing greatness
The Rotary Golf Club of Chippenham held a series of fantastic fundraisers including a 
Christmas concert and a golf day on 2 May. Club President David Gray said: “We had 96 
players this year and had to turn some away. It is down to their generosity that this year 
has been such a success, and of course the generosity of sponsors and donors of auction 
items. One player shared that he had family experience of haemophilia and was really 
pleased to support The Haemophilia Society.”



Fantastic Fundraising

Going the distance 
On Sunday 28 April our runners completed the Virgin Money London Marathon, raising an 
incredible £17K. We are so proud of our #TeamRed for representing The Haemophilia Society 
and raising awareness of genetic bleeding disorders. Caroline Duff ran for her late husband 
and Sean Duff, her son, ran alongside her; Sam Holmes, Chris Akrimi and Sam Hodge all ran for 
their sons. A huge well done for all their efforts! 

Laura Batt and husband Ryan Lewis raised £700 for The Haemophilia 
Society in the ASICS Greater Manchester Marathon. She told us: 
“Haemophilia has always been present in my life and now we have 
our son who is a haemophiliac and one of our girls a confirmed 
carrier. We just want to show our children that almost anything is 
possible. If you want it, go get it. There are still many things that can 
be achieved while living with a bleeding disorder.” 

And here’s what Bryony Coulthard said about 
supporting The Haemophilia Society in the Edinburgh Marathon this 
year: “My partner has haemophilia, which is something he quietly 
battles with every single day. I never appreciated or understood how 
difficult it can be until I met him. I hate seeing him suffer and just 
want to do my bit to feel as if I’m helping in some way.”

Thank you so much to all our runners – you’re wonderful!
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Out and about Talking Red  
Lynn Wild, our Talking Red Ambassador, works to raise 
awareness of genetic bleeding disorders in women. 
She recently represented Talking Red as a speaker at 
Haemophilia Scotland’s Women’s Conference in Stirling, 
and visited The Workhaus and Glasshaus in England 
with the Redman Design Team to raise awareness in the 
community. Go Lynn!



Lincolnshire 
We are holding our AGM on Sunday 13 
October, 11am-3pm, at Lincoln Football 
Stadium Conference Centre. Our speaker 
will be Rebecca Campbell, physiotherapist at 
Sheffield Comprehensive Care Centre, and 
lunch will be provided. 
 
If you would like to join us you’d be very 
welcome. We love meeting new people and 
catching up with those we have known for a 
long time. Do let The Society know if you’re 
interested and we’ll get in touch.

London and South East 
The group held some fabulous events in the 
last few months with a trip to Matilda the 
musical and a roaring successful morning 
at Dinotropolis soft play. We are looking for 
someone to help arrange future meet ups so 
whether you would like to join us, or help plan 
our events, do get in touch. 

Yorkshire 
We’ve had a busy summer so far, with more to 
come! With cycling in Leeds and an A-Mazing 
day out at York Maze on 1 September, we are 
looking forward to getting together. Do come 
along and join us! And join our Facebook page 
to keep in touch with what we’re up to.

Grampian 
We take part in city-wide activities such as a 
yearly 3rd sector parade down our main street 
in Aberdeen. Last year the parade, which 

includes all local charities, also had pipe bands 
and local runners. 

To raise funds we take part in a yearly nippy 
dipper on boxing day at the beach. For us it’s 
always done in fancy dress, which has got the 
group noticed with local press. This is a big 
event run by another charity allowing us to 
keep more funds. The dip gets bigger each 
year with 300+ people dipping and with the 
RNLI and lifeguards involved. 

We have also had spooky nights with a local 
medium coming and doing readings. At this 
event we have a raffle as well. 

At the moment we have two mums and two 
boys doing vein training, and a third mum with 
two boys up and coming. The training at the 
hospital is limited and the fake arm they have 
can’t leave the hospital. 

A suggestion was made that the group could 
purchase their own arm and the group agreed 
it was a great idea. So now our families can 
practise with the arm and fake blood to 
perfect their technique. 

Find out what’s happening near you
Local groups have a warm welcome for all 
members. If you’d like to find out what’s going 
on in your local area, please email  
services@haemophilia.org.uk 

Local groups news 
Events held by local groups are a great way 
for members to meet others – here’s a  
round-up of what’s been happening and 
what’s coming up

Local Groups
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2-Mile Serpentine Swim 

Grampian group training



Iron Men 

 
Visit haemophilia.org.uk/events-page/serpentine-swim/or contact us on  
020 7939 0780 or at events@haemophilia.org.uk to register 
 

21 September 2019  
 
Represent The Haemophilia Society in the most famous swim 
in the UK! 

2-Mile Serpentine Swim 

Our registration fee is £25/Minimum sponsorship £250 
  

Show your support and join one of our family walks over iconic 
bridges in Glasgow and London.  
Sign up for £5 with no minimum sponsorship. 
 
Bookings will open in the Autumn. Visit haemophilia.org.uk/events/  
or contact us on 020 7939 0780 or at events@haemophilia.org.uk 

Two Big Red Bridge Walks 
in Spring 2020!
  Glasgow 7 March | London 21 March 
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Youth Ambassadors

Taking up the baton 
Our call for new volunteer Youth 
Ambassadors had a great response 
– a warm welcome to the new team!

Jay Gardner
I’ve found that living with haemophilia 

A has motivated me beyond what I 
thought I could achieve: as a kid I was 
always told to play it safe, “Don’t do 

this, don’t do that… get an office job.” I 
can proudly say that I study something I 

am passionate about – acting. 

As a child I had target bleeds into my 
right ankle joint where I developed a 

haemarthrosis. This gave me difficulty 
walking in my day-to-day life as a 

teenager, and through fitness I found 
myself regaining the abilities I had lost, 
as well as finding a new passion. One 
of my massive hobbies is dancing. I 

love to advocate about the importance 
of exercise. I also like to be a voice for 
the LGBT community with a bleeding 
disorder – I found it a very isolating 

experience to think I was the only gay 
haemophiliac. 

All this has helped me become who 
I am today and has motivated me to 
do what I do, which wouldn’t have 
happened without haemophilia A.

Alexander Taylor-Rose
I am 23 years old with haemophilia A. My 
identical twin (Josh) also has it, and I have 
a younger brother too. I’m your average 

guy, who loves all sports as well as being a 
passionate football fan, supporting Chelsea. 

I’m at the University of Southampton, 
studying business management, where I also 

play water polo and football. 

I became very interested in being a Youth 
Ambassador through the Lads and Dads 
event I attended in February with The 

Society. Here, I met a lot of other people 
with haemophilia.

 After talking to Youth Ambassador Matty 
about his role I decided I wanted to become 

a Youth Ambassador too.

Charlie Scott
I’m a 20-year-old musician from Ipswich who 

also has severe haemophilia A. 
Over the years I’ve tried to learn as much 
about my condition as possible, and I’ve 

been self-medicating for five years now. I feel 
that some of the knowledge I’ve gained over 
the years would really benefit others in the 

community.    
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Youth Ambassadors

Zoe McGough
I’ve been living with a rare bleeding 

disorder for 19 years. I was diagnosed 
when I was seven years old after having 
a lot of bruises in addition to frequent 

joint pain. I’ve been on twice-a-day 
treatment since then.

I haven’t let my bleeding disorder hold 
me back. As long as I’m consistent with 

my treatment I can do what I want; 
at home I would often miss doses as 
I couldn’t be bothered, but I’d soon 

notice as my legs would start hurting or 
bruises would appear.

I am currently travelling around 
Singapore, Bali, Australia and New 

Zealand. So far I’ve been on long walks, 
swum most days and ridden a zip line 

over a jungle. I wouldn’t have been 
able to do any of these things if I didn’t 
access my port myself and consistently 

give myself my treatment.

Ethan Oliver-Newman
My name is Ethan and I’m 19 years old. 

I was diagnosed at birth with severe 
haemophilia A, but I haven’t let that 
stop me. I’ve always been active, and 
my current passion is road cycling, in 

which I’ve competed at national level. 
I’m studying biomedical sciences at 

Sheffield Hallam University and hoping 
to enter the world of medical research 

post-graduation.

I was interested in becoming a Youth 
Ambassador for The Society, as I believe 

the charity needs more recognition 
for the amount of work it does for 

everyone with a bleeding disorder and 
also those caring for individuals with 

bleeding disorders.

Shaun England 
I’m 18 and I have haemophilia A. Currently I’m on top of the 

condition, treating every three days and not letting it stop me 
from doing anything. 

When I was younger I was never wrapped up in cotton wool; if 
I wanted to do something I would do it. I’ve played basketball, 

badminton and even training for rugby. I go to the gym and  
music gigs. Currently I am a carer for older people  and have 

been doing that for nearly a year. 
I’ve always looked up to the Youth Ambassadors as I’ve always 
attended the trips set up by The Society and I’m very excited 

to finally be one and help where I can. 
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Meet the team  
Paul Sartain talks about his life and his role 
as a Haemophilia Society trustee

I have haemophilia A (severe) and was 
diagnosed at nearly four years old during a 
four-month hospitalisation – immobilised 
in traction – due to a bleed in my right 
knee. Like many of my generation I have 
been affected by the historic infected blood 
issues and have joint problems. 

I had a very diverse 30-year career in the 
Civil Service including undertaking a  
two-year leadership development 
programme for civil servants with 
disabilities. Since 1985 I’ve been involved 
in the sport of swimming in numerous 
capacities as a volunteer and hold a HND 
equivalent coaching qualification. 

In recent years I have been fortunate 
to travel extensively, to Australasia, 
multiple countries in Southeast Asia, India, 
Maldives, USA and European destinations. 
These trips have included backpacking, 
organised tours and more traditional 
holidays – I still have more on my list to do! 

Involvement with The Society and beyond 

As a family we have been Society members 
for over 40 years, and since 2017 I have 
been its representative on one of the 
United Kingdom Haemophilia Centre 
Doctors’ Organisation (UKHCDO)  
sub-committees for the National 
Haemophilia Database (NHD). 

I helped at the 2018 Glasgow WHF 
Congress and since my appointment as a 

trustee I’ve become a member of The 
Society’s sub-committee for the Public 
Inquiry and a patient representative on 
the Haemophilia Centre NHS peer quality 
review programme too. 

Life as a trustee 

Since my appointment in November 2018 
I can safely say it’s been a steep learning 
curve and I still have much to learn! 
However, two things have stood out: 
• The passion, dedication and hard work 
of staff, fellow trustees, and local group 
volunteers. 
• The amount of activity/work undertaken 
and ongoing is immense – I simply didn’t 
have a clue. Some of it is not obvious and 
only comes to fruition later in time. 

The Society has and will have great 
challenges ahead, for example the demand 
for its services and resources (especially 
financial). There are also two quite 
significant factors facing our community 
and The Society for the first time in 
decades: first, the development and 
availability of new treatment options, and 
second, more of us having a normal life 
expectancy. 

Demanding but exciting times are ahead 
– during which I hope I can ensure The 
Society meets the needs of its members 
and the wider bleeding disorder 
community.

Meet The Team 



What’s On 
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Something for everyone – from learning to  
awareness raising and fundraising. Do join us!

August 

4 – Prudential RideLondon 100  
7-11 – Youth Camp, Surrey 
17 – Nairn Highland Games Half   
Marathon 
18 – Bath Marathon 

September 

1 – Yorkshire Local Group trip to 
York Maze, York
8 – Great North Run 
15 – Summit Scotland: Ben Nevis 
Walk; Edinburgh Kilt Walk 
21 – Serpentine Swim
22 – Belfast Half Marathon 

October 

4-6 – EHC Conference, Skopje 
6 – Cardiff University Half 
Marathon
11-13 – Newly Diagnosed 
Weekend, Nottingham
13 – Lincolnshire Local Group AGM 
11am-3pm, Lincoln 
26 – Service of Remembrance and 
Thanksgiving

November   
16-17 – Member conference and 
AGM, Liverpool
22-24 – EHC New Technologies, 
Athens 
24 – Lincolnshire Local Group 
Christmas meal, Bottesford
28 Nov-1 Dec – EHC Inhibitor 
Summit, Barretstown, Ireland

December 

1 – World Aids Day
4 – Christmas Carol Service 

2020
January  

25 – Local Groups Forum 

March

6-8 – Newly Diagnosed Weekend, 
Thetford 
7 – Bridge Walk, Glasgow 
7-14 – Talking Red Week 
8 – International Women’s Day 
14 – Talking Red Conference 
21 – Bridge Walk, London

To find out more about any of these upcoming events, please contact 
info@haemophilia.org.uk 



”The weekends are not only beneficial to all who attend, but I see them as absolutely crucial to the whole 
family. We learned so much, we laughed, cried and supported each other. What an amazing group of 
adults and children. I feel it’s an absolute privilege to say I’m part of this. From the bottom of my heart 
and behalf of my whole family, thank you all so very much.”  Parent who attended one of our Newly 
Diagnosed Weekends

Find the information you need on our website at haemophilia.org.uk, email us at info@haemophilia.org.uk, 
or give us a call on 020 7939 0780. You can also request more copies of HQ for your centre, friends or family.
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