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Welcome  
In addition to E-HQ, this electronic update will keep you informed about our 
projects and activities and will be produced twice a year in October and April. 

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

Welcome to the Spring 
2021 edition of E-HQ.  
 
In this issue we celebrate 
World Haemophilia 
Day 2021. The amazing 
Yorkshire Group Raced 
Around The World in 
the lead up to 17 April, 

clocking up 62,705 miles and raising over 
£4,000 to purchase a portable ultrasound 
machine and sharing great stories and images 
on social media.

On 21 March The Sunday Times ran the 
headline “Compensation at last for lives 
ruined by NHS contaminated blood scandal” 
with a quote from Clive Smith, breaking 
the news that “plans are being drawn up 
for compensation for victims of the worst 
treatment disaster in NHS history”. 

On 25 March The Paymaster General Penny 
Mordaunt confirmed this in a written 

parliamentary statement. Ms Mordaunt will 
be speaking at the All Party Parliamentary 
Group on Haemophilia and Contaminated 
Blood on 20 May.

As we emerge from the lockdowns across 
the UK we are delighted to be planning 
Newly Diagnosed Weekends and Youth 
Camp in 2021, and I look forward to meeting 
members of our community at these events 
and to meeting many more of you as travel 
restrictions lift.

Enjoy this issue of E-HQ.

Best wishes, 

Kate Burt
CEO, The Haemophilia Society 

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/


2 E-HQ | Spring 2021

This year’s World Haemophilia Day on 
Saturday 17 April saw huge engagement 
across our community in support of the 
theme: Adapting to Change, sustaining care 
in a new world. 

This important event is about bringing 
the global bleeding disorders community 
together. 

With the COVID-19 pandemic having a 
major impact on people with a bleeding 
disorder, that objective has never been 
more important. 

The world has changed greatly over the 
last year, but one thing hasn’t: we are still 
in this together, and we will always be 
stronger together as a community in our 
shared vision of “Treatment for All”

Here at The Society, we saw our 
community share stories, follow our social 
media posts, host virtual brunches, wear 

our merchandise and take on a range of 
exciting challenges! 

Thank you to everyone who showed their 
support on this important day in our 
calender. This selection of photos show just 
how amazing our community is! 

 

#WHD2021
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#WHD2021

Race Around The World With Our 
Yorkshire Local Group 

Our Yorkshire Support Group launched Race
Around the World, where patients, carers,
families and health care professionals are
hoping to complete the whole 24,000
miles around the globe in just 60 days, 
finishing on World Haemophilia Day. So far 
the team has completed 62,705 miles and 
raised over £4,000!

You can still show your support: follow 
their Instagram page @BleedingYorkshire 
or share and donate to their fundraising 
page www.justgiving.com/campaign/
racearoundtheworld 

Listen to our World Haemophilia 
Day Live Q&A 

On Thursday, 15 April we hosted our 
first ever live Q&A to celebrate World 
Haemophilia Day.

Hosted by our president, Baroness Molly 
Meacher, the themes of the webinar 
centred on overcoming challenges during 
lockdown and resilience within the bleeding 
disorders community. 

Our chairman Clive Smith and celebrity 
ambassador Jack Bridge answered questions 
submitted by our members during the hour-
long conversation.

We also had the opportunity to pose some 
questions to professional cyclist and Little 
Bleeders founder Alex Dowsett.  

Watch the Q&A

http://www.justgiving.com/campaign/racearoundtheworld
http://www.justgiving.com/campaign/racearoundtheworld
https://haemophilia.org.uk/news/watch-our-world-haemophilia-day-qa/
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Sign up to our 36 challenge today! 

To continue the spirit of World 
Haemophilia Day and uniting the 
bleeding disorders community, 
we have launched the 36 Fitness 
Challenge to keep the momentum 
going. 

With summer around the corner and the 
UK coming out of lockdown, we thought 
what better time to start getting fit. And 
why not raise awareness and funds while 
doing it? 

The number 36 comes from the more than 
36,000 men, women and children in the UK 
who have been diagnosed with bleeding 
disorders. And we want to be able to give 
all of them the support that they need. 

We’re asking people to sign-up – on their 
own, with their family, or even with a 
group of friends, and to choose their own 
challenge. 

This could be running 3.6km a day for 36 
days, walking 360,000 steps in a month 
or cycling 36 miles a week, your fitness 
challenge is up to you.  

Taking on this challenge will not only be 
fun and help you get fit, but no matter 
what you choose to do or how much you 
raise, you will be making a huge difference 
to our community, helping us ensure that 
every person with a bleeding disorder has 
support, a voice and a choice.

If you want to take part, or even sign-up 
yourself, visit our website

https://haemophilia.org.uk/get-involved/raise-vital-funds/sign-up-to-our-36-challenge/  
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Policy and Programmes

Physiotherapy is a core part of the 
multidisciplinary team that care 
for people with bleeding disorders 
(PwBD) at their haemophilia centre. 

Working alongside your consultant, 
specialist nurses and others, they are 
responsible for helping you manage your 
bleeding disorder, deal with any bleeds, 
recover from surgeries or accidents and 
help you safely take part in the sport, 
fitness, or other activities you wish to. 

However, not all people with bleeding 
disorders are getting the physio support 
they need. 

An analysis by The Haemophilia Society 
with the Haemophilia Centre Physios 
Association, based off data from the 
2019/20 QRS review of haemophilia 

centres showed that across the UK only 
15 (41%) of the 37 centres reviewed were 
providing adequate physio support. 

This is in spite of a requirement under the 
NHS National Service Specification which 
says centres must ensure patients have 
access to “musculoskeletal services to 
include access to and regular review by 
experienced specialist physiotherapists”. 

The World Federation of Hemophilia 
guidelines agree that physical therapy 
should be provided from diagnosis and 
throughout the lifetime of the PwBD 
and should always be with a physio with 
haemophilia experience. 

We want to hear from you 

Have you had issues accessing physio 
support for yourself or your child? Has a 
lack of adequate physio support negativly 
impacted on you or your child’s ability to 
take part in sports or activities?  

Equally, if you have good support, we 
would be interested in hearing from you 
about how access to physio care has 
helped you to do the things you want to 
do? 

If you would be willing to share your 
experiences, please get in touch with us 
on info@haemophilia.org.uk

Getting the Physio support that you need  

mailto:info%40haemophilia.org.uk?subject=
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Welcome to our new team members    

We have recently welcomed three 
new members to our growing team. 
Here is a little more about them!

Julia Collins – Supporter 
Engagement Officer  
 
Hello all. My name is Julia 
Collins, and I am originally 
from Kerry in the south of 
Ireland.  
 
I am responsible for assisting the Supporter 
Engagement Manager in the planning and 
delivering of services for people affected by a 
genetic bleeding disorder.  

I hope to be able to grow and enhance The 
Society’s levels of engagement with members 
and network of stakeholders.  
 
I have three years’ experience in the bleeding 
disorder community as I previously worked 
for the Irish Haemophilia Society (I.H.S) as 
the Administrative Assistant. During my time 
with the I.H.S, I represented the Society 
and attended events hosted by the World 
Federation of Hemophilia and the European 
Haemophilia Consortium whilst assisting with 
the I.H.S in-person and virtual events.

Our events ensured the continuation 
and enhancement of our services to our 
members and maintained good membership 
engagement. I was also the head staff member 
for the I.H.S apartment facility located in Hyde 
Square, Dublin. 

The apartments are used by members with a 
bleeding disorder or their immediate family 

members, from outside of Dublin, when 
they need to attend their Comprehensive 
Care Centre for treatment, for a hospital 
appointment, for a review clinic, or while a 
family member is an in-patient. 

Finally, as part of my role with The 
Haemophilia Society, I will be attending the 
the society’s events to ensure a positive 
experience for all members and liaising with 
our local groups to support their needs. 

I am very excited to be part of The 
Haemophilia Society’s team and I appreciate 
the huge welcome so far from all my 
colleagues, helping me to settle in and to 
adjust to this big move in my life from Ireland 
to the UK.  

Ashley Hickman – Head of 
Income & Marketing

As Head of Income & 
Marketing, I am responsible 
for leading on the 
development of fundraising 
and brand strategies to raise 
the Society’s profile and build sustainable 
income streams.

I joined the charity sector in 2017 and have 
previously worked at Leonard Cheshire, 
Macmillan and Cancer Research UK, where 
I led on projects improving supporter 
experience and driving fundraising. Prior to 
this I worked in the private sector as a direct 
marketing specialist.

Over the next few months, I hope to increase 
the Society’s following on social media as well 
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as participation in community events, to raise 
awareness of the organisation.   

I also plan to develop new ways for people to 
get involved, expanding the means of raising 
vital funds for the Society. 

I am very excited to now be a part of The 
Haemophilia Society and I’m looking forward to 
getting involved with the community.

Paula McCabe – Finance 
Assistant 

I joined The Haemophilia 
Society at the end of February 
as Finance Administrator, my 
main role will be to assist 
the Head of Finance with all 
financial operations. 

Previously I worked with another charity called 
the Family Holiday Association, also working 
within the finance team as Finance Assistant.  

I worked at the Family Holiday Association for 
5 years, I really enjoyed my time there and 
worked with some great people. I saw the role 
at The Haemophilia Society and felt after a 
tough year it was a good time to move on.

I also have two daughters, Darcy who is 10 and 
Belle who is 8 so a part-time role is perfect for 
me.

I’m looking forward to getting to know everyone 
more at The Haemophilia Society and finding 
out all about the role the charity plays within 
the wider bleeding disorders community.

In memory of Bill Payne 
 
It is with great sadness we 
heard the news that long 
time member, former Society 
trustee, and active member 
of the Bristol and South-West 
local group for many years, 
William (Bill) Payne passed 
away recently. 

Bill is fondly remembered as a passionate 
campaigner for improving the lives of those with 
bleeding disorders, being considerate of other’s 
needs, softly spoken, personable and a good 
listener. 

He attended multiple World Federation of 
Hemophilia conferences, participated as a 
patient representative on Haemophilia Centre 
quality of care audits, and trained and delivered 
“living and managing fatigue” seminars. 

From the age of 11 Bill attended the Lord 
Mayor’s College Treloar as a boarder which 
not only provided stability for his education, 
meeting others with bleeding disorders, and 
having the opportunity to play in a folk band 
but “Made a huge difference. I was able to be 
me, rather than somebody that was wrapped 
up in cotton wool.” as he previously said in an 
interview for the Society.”

For 12 years he also served as a Bristol City 
Council councillor and was a member of 
numerous committees including health, fire, 
education, licencing, and was honoured to be 
made an alderman in 2016. 

Bill will be deeply missed by those that knew 
him. On behalf of The Haemophilia Society’s 
trustees, staff and members we send our 
sincere condolences to his wife Margaret, 
daughter Emily, and grandchildren.
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The survey collected data on the experiences 
of people living with bleeding disorders, 
including Haemophilia and Von Willebrand 
Disease, which impact approximately 36,000 
people in the UK.

Results reveal 50% of all respondents reported 
feeling depressed in the last year due to their 
condition 

Furthermore, 59% of respondents were 
unsure of who to contact for emotional 
support and 26% responded that they were 
not given access to psychological support but 
would have liked this

The results also demonstrate the physical and 
lifestyle impact of rare bleeding disorders, 
with 76% of respondents indicating that they 
have had some difficulty undertaking physical 
activity/sports and 37% facing challenges 
being independent

You can download the full report and results 
of the survey here and here and also on the 
We Bleed Differently website. 

Introduction by Anna Geffert, our 
recently appointed Trustee who 
also has severe VWD.

Last year we conducted our 
first and most in-depth survey 
to examine the true cost and 
real impact, which a bleeding 
disorder has on the lives of women in our 
community – and today we unveil the full 
report, outlining our findings.

The results make for some sobering reading, 
highlighting the debilitating physical and 
emotional impact which heavy periods 
can have on everyday life; causing pain, 
embarrassment, lethargy and isolating women 
across the UK. This, combined with non-
gendered symptoms such as bruising, nose, 
gum or joint bleeds, really underlines the 
profound impact which our conditions have on 
our everyday lives.

A number of the findings point to stark 
inequalities of care. There is often a lack of 
clinical recognition, mounting financial, as well 
as, physical costs and the detrimental effects 
to our mental health and social interactions. 
However, I remain optimistic and do take 
a great deal of comfort in the fact that we 
are not alone in tackling these challenges. 
By identifying them we are a step closer to 
resolution and we intend to work together 
towards creating equality in our care and 
treatment, and of course supporting each 
other on that journey.

The results will be published at this link in 
the next few days, so please do check back. 
https://doi.org/10.17225/jhp00173

Takeda UK And The 
Haemophilia Society Launch 
National Survey Results 

The True Cost for Women 
Who Bleed

https://haemophilia.org.uk/wp-content/uploads/2021/04/Bleeding-Disorders-Patient-Experience-Survey-Final-report.pdf
https://haemophilia.org.uk/wp-content/uploads/2021/04/Bleeding-Disorders-Patient-Experience-Survey-data-tables.pdf-Approved-for-distribution.pdf
http://www.webleeddifferently.co.uk/ 
https://doi.org/10.17225/jhp00173
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Easier-to-use website 
launches
 
You may have noticed that The Society’s website 
looks a little different. That’s because on 20 
April we launched a refreshed and easier-to 
navigate version.

 
With new dropdown menus, it is now easier to 
find the information that you are looking for, 
whether it is the latest news, resources or ways 
to get involved. We have also developed more 
user-friendly event sign-up forms on the site 
and improved our fundraising section.

This is just the first phase of our plan to make 
the website more accessible to the needs of 
our community, with additional features being 
developed over the coming months, so keep an 
eye out for more improvements.

What to give us your feedback? You can tell us 
what you think about the website by sending 
your comments to info@haemophilia.org.uk

Impact Of Lockdown 
Service Capability Of UK 
Haemophilia Centres

The European Association for Haemophilia and 
Allied Disorders (EAHAD) is a multi-disciplinary 
association of healthcare professionals who 
provide care for individuals with haemophilia 
and other bleeding disorders. 

Its members include haematologists, 
paediatricians, nurses, physiotherapists, 
laboratory scientists and researchers from 
across Europe.

In February 2021, EAHAD held its 14th Annual 
Conference (virtually). The Haemophilia Society 
submitted an abstract to highlight the outcome 
of our UK wide online questionnaire in July-Aug 
2020 about COVID-19 and service capability. 

The questionnaire was to understand the 
resilience of UK service provision, patient 
experience, telemedicine, and access to new 
medication during the COVID-19 pandemic last 
year. 

This project was supported by a restricted grant 
from Chugai Pharma UK Limited and Roche 
Products Limited. 

To view our e-poster, please click here. 

mailto:info%40haemophilia.org.uk?subject=Website
https://haemophilia.org.uk/wp-content/uploads/2021/04/EAHAD-2021.pdf
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Infected Blood Inquiry Events

Trusts and schemes under 
the inquiry’s spotlight  
 The trusts and schemes set up to support 
those infected as a result of contaminated 
blood and blood products have been the 
main focus of the inquiry’s recent public 
hearings.  

Former staff, trustees and advisers to the 
Macfarlane Trust, the Skipton Fund, the 
Eileen Trust and the Caxton Foundation 
gave evidence over four weeks of hearings.  

The inquiry heard that there were 
differences in the scope of the schemes 
– the Macfarlane Trust was set up as an 
independent charitable trust in 1988, but 
by the time the Skipton Fund was signed 
off in 2007 it was defined as an “agent 
of government” with no powers to try to 
influence government policy. 

Although as an independent charity the 
MFT could have campaigned, it chose a 
low key, cautious approach to lobbying 
the government which continued 
throughout its existence. Roger Evans, its 
chief executive 2012-16, warned trustees 
not to “bite the hand that feeds them” 
when a critical letter to government was 
suggested. There was also criticism of 
the MFT’s large reserves which, some 
witnesses argued, should have been spent, 
not saved. 

Susan Daniels, an independent financial 
adviser who worked with the MFT, Caxton 
Foundation and Eileen Trust from 1991- 
2017, was critical of well-off, middle class 

MFT trustees who she felt had no real 
understanding of what it was like to be 
“ill and poor”. She became disillusioned 
in 2004-5 when she realised that many 
recipients viewed the MFT as a source of 
stress rather than support.  

The inquiry looked at the interaction 
between the schemes’ administrators and 
its recipients. The MFT had “user” trustees 
and a partnership group which met with 
officials and trustees to give feedback from 
beneficiaries. An email from Peter Stevens, 
an original trustee and chair from 2000-
2007, described a partnership meeting as 
containing a “lot of moaners” and being a 
“monumental waste of time”. 

The Skipton Fund did not have direct 
contact with applicants – even on appeal 
hearings. However, witnesses said the 
Eileen Trust, which was much smaller than 
the other trusts, had regular contact with 
all recipients. 

The current infected blood support 
schemes will be looked at by the inquiry in 
the week of May 17.  
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Infected Blood Inquiry

Former THS staff give 
evidence to the inquiry
David Watters, general secretary of The 
Haemophilia Society from 1981 -1994, gave 
evidence over four days in February. He was 
asked about THS’s reliance on the medical 
advice of clinicians, such as Prof Arthur 
Bloom and Prof Peter Kernoff. 

Mr Watters said that given they were leaders 
in the field of haemophilia at the time it was 
“entirely reasonable” for the charity to turn 
to them for guidance. 

Mr Watters said his tenure was “dominated” 
by the HIV/AIDS crisis and called on the 
government to give victims “decent 
compensation”.  

Liz Carroll, CEO of THS from 2014-2020, told 
the inquiry about a disputed conversation 
she had with Jan Barlow and Roger Evans, 
chief executive and chair of the MFT, in 
2015. 

Ms Carroll alleged that Ms Barlow said the 
Department of Health should wait as long 
as possible before making any decision on 
compensation following the Penrose Inquiry 
as more people would have died and there 
would be less people to pay. 

Ms Barlow said this was a “very serious” 
and “false” accusation. Mr Evans said the 
comments were not made.   

Hearings resume from 17 May. The inquiry’s 
timetable is here.  
 

Support payments to be 
“levelled up” across the UK   
Infected blood support payments are to be 
changed to achieve “broad parity” across the 
UK by the end of 2021.

Penny Mordaunt MP, the minister with 
responsibility for the Infected Blood Inquiry, 
also announced that the government will 
appoint an independent reviewer to look at 
compensation schemes with the aim of having 
a system in place by the time the inquiry 
finishes next year.

The main changes to support payments in 
Northern Ireland, Wales, England and Scotland 
are:

l  Bereaved partners will receive an automatic 
£10,000 lump sum plus 100% of their partner’s 
annual payment in year 1 followed by 75% 
from then onwards.

l  The lump sum payment paid to hep C stage 
1 beneficiaries will increase to £50,000, in line 
with Scotland.

l  The lump sum paid to a beneficiary with HIV 
will increase to an automatic £80,500.

l  Annual payments will be uplifted in line with 
those paid in England.

These will be backdated to April 2019 and 
apply to current registrants of the schemes. 
Payments will be made by the end of 2021.

We are hosting update on support payments 
and the inquiry on Wednesday, 26 May 
at 6pm when we hope we’ll have more 
information.  
 
Here’s the link to join the meeting. Full details 
will be available through social media and our 
website nearer the time.

https://www.infectedbloodinquiry.org.uk/www.infectedbloodinquiry.org.uk/haemophilia-clinicians-public-hearings/haemophilia-clinicians-public-hearings-timetable
https://us02web.zoom.us/j/89409936468?pwd=a0Rrci9XZ3lxTHdKaCtVejJyOGtadz09#success


UPCOMING EVENTS
 
Newly Diagnosed Weekends
  
Five Lakes Hotel, Essex                                              
9 – 11 July 2021                      Fully Booked   
 
Mercure Norton Grange Hotel, Manchester              
17 – 19 September                 Fully Booked

Mercure Norton Grange Hotel, Manchester             
July, TBC 2022                          

Five Lakes Hotel, Essex                                               
14 – 16 October 2022

Youth Camp

Mount Cook Adventure, Derby                                  
28 July – 1 August 2021          Fully booked

High Ashurst Outdoor Education Centre, 
Surrey           
27 – 31 July 2022                   

 
Other events

AGM / Information Day, (London & Virtual)              
Mid November 2021

Talking Red, York                                                        
5 March 2022   

For more details about our events, please see 
the events calender on our website.          

Events

https://haemophilia.org.uk/events/events-calendar/

