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From the chair 
As	2020	approaches,	I	hope	many	will	look	
back	with	pride	at	2019’s	achievements.	From	
new	treatments	to	the	public	inquiry,	it	has	
been	an	incredibly	important,	productive	and	
fast-moving	year.	We	also	have	much	to	look	
forward	to	in	2020,	with	the	WFH	Congress	in	
Kuala	Lumpur	in	June	and	The	Haemophilia	
Society	celebrating	its	70th	year!

With	the	current	pace	of	change	around	
treatment,	two	years	between	WFH	Congresses,	
feels	almost	too	long.	Phase	3	trials	of	gene	
therapies	are	ongoing,	so	it	will	be	fascinating	to	
see	where	we	are	by	June.	

Many	in	our	community	have	benefited	from	
new	treatments	over	recent	years	and	greeted	
NHS	England’s	announcement	on	emicizumab	
in	August	with	optimism	–	we	have	already	
seen	its	impact	on	the	inhibitor	community.	We	
will	continue	our	work	for	access	to	the	best	
treatments	for	our	members.	

This	year	nearly	200	witnesses	gave	evidence	
to	the	infected	blood	inquiry.	Many	thought	
they	would	never	see	the	day.	Too	many	
never	survived	to	see	the	day.	With	Sir	Brian	
Langstaff	highlighting	the	‘grinding	hardship’	our	
community	endures,	we	continue	to	work	with	
government	to	level	up	the	support	scheme	
payments	across	the	UK.	This	lottery	can’t	go	
on.	We	are	also	anxious	about	the	Inquiry’s	
psychological	impact	on	our	community	and	
are	lobbying	for	comprehensive	psychological	
support	to	be	put	in	place.

And	finally	–	in	2020	we	are	70!	We	plan	
to	celebrate	with	events	where	we	can	get	
together	and	share	our	memories,	experiences	
and	hopes	for	the	future.	Do	look	out	for	more	
information	soon.

On	behalf	of	the	board	and	all	the	team	–	 
Merry	Christmas

Clive	Smith,	Chair	

Produced and provided as an educational service to medicine by CSL Behring. Before starting 
any new sport or activity people living with haemophilia should always seek advice from their 

haemophilia care team. GBR-OTH-0212 Date of preparation: November 2019

Charity reg. no: 288260 in England & Wales. Charity reg. no: SC039732 in Scotland

"I don't allow haemophilia 
to hold me back"

ISHMAEL, 13

Find the right activity  
for you at whysititout.co.uk

Haemophilia might mean you need to be aware of the risks. It might mean you need 
to think twice about certain activities. But it shouldn’t mean you’re not taking part. 
Henry, Ishmael, Paul, Joshua and James are boys with haemophilia who have found 
activities that are right for them.

Nobody with haemophilia should sit on the sidelines

1125849 CSL UK WSIO Haemophilia Society Ads v6.indd   1 11/12/19   10:06 AM



4 HQ | Winter 2019

Member Conference 

Member conference – an empowering weekend! 
An inspiring and informative weekend was had by all; so much was shared and 
experienced and we have already received some great feedback. Here are some of the 
highlights…
Our	conference	and	AGM	took	place	this	
year	over	the	weekend	of	16-17	November	
in	Liverpool.	The	weekend,	which	also	
included	a	fabulous	dinner	and	disco	(with	
photobooth!)	gave	our	community	the	
chance	to	come	together,	share	experiences	
and	be	part	of	a	programme	packed	with	
interactive	sessions	and	workshops	delivered	
by	leading	health	professionals,	our	staff	team,	
youth	ambassadors,	trustees	and	members	
themselves.

The conference programme
This	year,	we	offered	a	choice	of	four	tracks	
that	focused	on	severe	haemophilia,	mild	
and moderate haemophilia, Von Willebrand 
disease	and	emotional	wellbeing	on	day	
one	and	Women,	Ageing,	Rarer	bleeding	

disorders	and	newly	diagnosed	to	teens	on	
day	two.	A	range	of	topics	was	covered,	such	
as	current	and	future	treatments,	dental	care,	
the	benefits	of	exercise	and	needle	phobia.	

Member Conference

Celebrity Ambassador Jack Bridge 
with his family 

Making friends with  

Super Buddy!
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Member ConferenceMember Conference

Younger	members	and	those	newly	diagnosed	
had	a	special	session	on	learning	to	self-treat	
and	many	were	inspired	by	our	treatment	
bonanza	on	Sunday	morning	which	gave	
everyone	a	chance	to	watch,	learn	and	share	
tips	about	treating	themselves.	

Throughout	our	conference,	members	were	
able	to	listen	to	presentations	about	areas	
relevant	to	them,	ask	questions	and	share	

their	experiences	and	thoughts.	We	were	also	
honoured	to	hear	some	of	our	members	share	
their	personal	experiences	of	living	with	a	
bleeding	disorder.	

We	also	made	sure	that	the	children	attending	
the	weekend	had	a	great	time	too.	While	the	
little	ones	played	in	the	free	creche,	older	
children	enjoyed	a	day	out	at	Chester	Zoo	and	
went	bowling	together.	

We	loved	seeing	the	children	make	new	friends	
and	reunite	with	pals	from	youth	camp	or	
previous	conferences,	as	well	as	having	the	
chance	to	meet	others	with	a	bleeding	disorder.	
Our	youth	ambassadors	were	wonderful	role	
models	for	younger	members	and	parents	alike,	
happy	to	be	quizzed	about	all	aspects	of	their	
experience	of	living	with	a	bleeding	disorder.	

Buddy,	our	popular	mascot,	made	regular	
appearances	over	the	weekend	to	the	delight	of	
children	and	adults	alike!	
 
Our	gala	dinner	was	a	great	chance	to	have	fun	
and	catch	up	with	friends	–	both	new	and	old.	
After	a	wonderful	meal,	members	kicked	back	
and	enjoyed	the	disco	and	relaxed	atmosphere.	
It	was	lovely	to	have	many	children	present	too,	
making	the	event	a	real	family	affair.	

Our	community	is	so	important	to	us	–	seeing	
our	members	enjoy	themselves,	make	friends	

Members take part 

in discussions 

Chair Clive Smith gives an 

overview of our new three 

year strategy

Exploring Chester Zoo

Members vote in a session



6 HQ | Winter 2019

Member Conference 

and	become	empowered	with	new	information	
about	treatment	and	developments	in	bleeding	
disorder	care	is	what	makes	our	conference	
weekend	really	special.	

Chief	Executive	Liz	Carroll	said	of	the	
conference: 

“It was fabulous to bring so many people 
together again from across the UK, of all 
ages. For those with severe haemophilia, 

new treatment choices was a focus,  
for women our conversation on Period 

Poverty struck a chord. 
Hearing about bone health as you get 

older and ensuring you have tools to take 
care of your mental health was equally as 

important as treatment discussions.  
Our aim was for people to leave the 

conference feeling empowered, inspired, 
supported and informed.  

Starting the conference with a session on 
constructive conversations set the tone 

perfectly. We know many have already 
been in touch with their centres putting 

their new knowledge into action, so do let 
us know how the conversations go.  

We really look forward to seeing even 
more of you next year in London. We will 
be moving the conference to the summer 

following feedback that November is 
tricky, so look out for more info and 

booking details soon! ”

Bowling challenge! 

Our staff team selling our 

fabulous merchandise



70th birthday 

Based	on	your	suggestions,	we	are	planning	a	
series	of	events	to	celebrate	our	origins	which	
could	include	family	fun	and	support	days	
across	the	UK,	a	gala	dinner,	a	commemorative	
book,	exhibitions	and	much	more.	

We	really	want	to	make	some	noise	about	
our	birthday	and	raise	more	awareness	about	
genetic	bleeding	disorders	across	the	UK.
The	Haemophilia	Society	formally	began	in	
1950,	but	according	to	our	archive	records,	the	
first	mention	of	community	support	comes	in	
1942.	

This	developed	into	the	story	we	know	today	
of	Frank	Smith	and	Bob	White	who,	in	1947,	
met	in	the	waiting	room	of	their	hospital.		
Along	with	four	other	co-founders	they	set	up	
the	International	Haemophilia	Society	charity.	
Although	they	had	no	money,	no	premises	and	
no	way	of	telling	people	about	themselves	
they	worked	together	and	their	message	
spread.	Three	years	later	they	changed	the	
name	to	The	Haemophilia	Society.

We	want	to	mark	this	landmark	moment	
using	your	memories	and	photos	of	our	
history.	Do	any	of	you	have	stories	about	our	
history?	Maybe	you	or	your	family	are	original	
members?	Do	you	have	any	photos	we	can	
use?	

You	may	have	attended	some	of	the	member	
weekends	and	events	back	in	the	50s	or	youth	
camps	in	the	70s	–	please	get	in	touch	as	we	
would	love	to	hear	your	stories.	

We	hope	to	have	more	news	about	our	
summer	of	events	in	the	new	year.	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.

Please	do	email info@haemophilia.org.uk if 
you	have	a	story	or	pictures.	

In 2020, we celebrate our 
official 70th Birthday 
Next year The Haemophilia Society 
celebrates its 70th birthday and we want  
to make it an occasion to remember.

Winter 2019 | HQ 7   
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Bringing	people	together	is	one	of	the	most	
important	parts	of	The	Haemophilia	Society’s	
work.	We	love	our	family	days,	which	take	place	
across	the	UK,	that	give	people	a	chance	to	
connect	with	others	while	having	a	fun	day	out.	

Our	popular	Newly	Diagnosed	Weekends,	
the	latest	of	which	took	place	in	Nottingham,	
also	bring	families	together	to	give	them	the	
knowledge	and	confidence	they	need	to	support	
their	children.	

Meanwhile	our	Youth	Ambassadors	met	for	a	
training	weekend	in	London	to	help	them	build	up	
their	skills	in	advocacy	and	leadership.

In	October	we	were	proud	to	host	our	annual	
Thanksgiving	and	Remembrance	Service	for	all	
those	people	with	inherited	bleeding	disorders	
who	have	died	due	to	their	treatment	with	
contaminated	blood	products.	

Recent Events 

New experiences with our community  
From family days to our service of thanksgiving and rememberance,  
here’s some of what we’ve been up to recently 

Youth Ambassadors training weekend, London

Family day at Belfast Zoo



Recent Events 
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Service of thanksgiving  

and remembrance

Family Day at The Deep, Hull
Family day at Edinburgh Zoo

Family day at Paradise Park, Hertfordshire

Family day at London Zoo

Family day at 

Techniquest, Cardiff
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In	early	June	2020	the	Inquiry	will	hear	
from	clinicians	and	other	witnesses	who	
can	shed	light	on	the	policies	and	practices	
of	centres	across	the	UK	who	were	
most	closely	involved	at	the	time	of	the	
contaminated	blood	scandal.	We	do	not	
yet	know	who	will	give	evidence.

Before	that,	from	February	24,	the	Inquiry	
will	hear	from	its	appointed	expert	
witnesses	who	will	talk	about	haemophilia	
and	other	bleeding	disorders,	hepatitis	C	
and	HIV	as	well	as	the	psychosocial	impact	
of	being	infected	or	affected.	

Sir	Brian	Langstaff,	chair	of	the	Inquiry,	
said	work	behind	the	scenes,	including	
examining	huge	numbers	of	documents,	
was	continuing.	He	said:	“We	are	taking	
time	for	good	reason	and	wasting	none	of	
it.	This	Inquiry	is	not	a	small	undertaking.	
The	hearings	are	the	visible	part	of	the	
Inquiry’s	work,	but	the	majority	of	the	
Inquiry	team	have	been	beavering	away	
throughout	on	the	investigation,	which	will	
intensify.”

There	will	be	a	chance	for	more	personal	
witness	testimonies	to	be	heard	at	the	
end	of	the	Inquiry.	Sir	Brian	encouraged	
anyone	who	has	not	already	submitted	
written	evidence	to	do	so,	saying	that	each	
experience	“paints	a	composite	picture	
which	will	help	in	trying	to	establish	the	
truth”.	He	has	promised	to	personally	read	
all	written	statements.

Sir	Brian	said	he	would	not	be	afraid	to	
call	out	wrongdoing	when	the	time	came.	
He said: “If	there	is	criticism	to	be	made,	
I	shall	make	it	and	I	shall	not	hesitate	to	
name	names	where	it	is	appropriate.”		

If	you	have	any	questions	about	the	Inquiry	
or	would	like	help	in	getting	support	
please	contact	our	Inquiry	team	on	
publicinquiry@haemophilia.org.uk or call 
020	7939	0780.		

You	can	keep	up	to	date	by	joining	our	
Statutory	Public	Inquiry	Facebook	group	or	
by	following	@HaemoSocUK_PI	on	Twitter.	

 

Decision makers to face Inquiry  
The Infected Blood Inquiry now moves from listening to the experiences of those 
infected and affected to examining the decision makers.

Public Inquiry 

Fleetbank House, London
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Public Inquiry 

Attending	the	Infected	Blood	Inquiry	in	
Belfast	was	the	first	time	Lynda	Walker	
had	met	other	parents	bereaved	by	the	
contaminated	blood	scandal.	

Over	the	course	of	four	days	of	hearings,	
Lynda,	whose	son	Russell	died	in	1994	
aged	27,	heard	many	moving	personal	
testimonies	and	spoke	to	others	who	had	
gone	through	similar	experiences.
Lynda	said:	“Until	the	Inquiry,	we	felt	
pretty	much	alone.	At	the	hearings	we	
got	to	know	a	few	people	and	it	became	
a	collective	experience.	It	was	very	
emotional	at	times.”

Lynda’s	son	Russell,	who	had	severe	
haemophilia,	was	infected	with	HIV	and	
Hepatitis	C	as	a	result	of	contaminated	
blood	products.		

Russell	did	not	let	his	haemophilia	or	HIV	
interfere	with	his	love	of	motorbikes,	
travel,	festivals,	music	and	playing	the	
guitar.	

Lynda	said:	“People	had	a	life,	it	is	
important	to	recognise	that.	There	were	
things	they	lived	for	–	it	shouldn’t	just	be	
doom	and	gloom	when	we	remember	
them.”

In	March	1994	Russell’s	health	deteriorated	
and	he	was	admitted	to	the	Royal	Victoria	
Hospital	in	Belfast	where	he	remained	until	
his	death	in	August.	The	shock	of	being	

told	by	doctors	that	Russell	had	only	
months	left	to	live	led	Lynda	to	have	a	
breakdown.	It	was	as	a	result	of	attending	
the	Inquiry	that	she	obtained	Russell’s	
medical	records,	which	she	had	been	told	
had	been	destroyed.	

However,	after	hearing	of	other	peoples’	
successful	attempts	to	get	“lost”	
documents,	she	applied	to	the	Royal	
Victoria	Hospital	and	received	a	substantial	
amount	of	medical	records,	which	she	has	
passed	on	to	her	legal	representatives.	

Lynda,	who	has	also	attended	hearings	
in	London,		said	she	was	impressed	by	
the	“objective”	way	in	which	the	Inquiry	
was	being	carried	out,	and	hopes	that	
questions	will	be	answered.

She said: “A	lot	of	people	put	their	trust	
in	the	National	Health	Service,	as	we	did	
and	I	am	very,	very	grateful	for	it.	But	
I	do	wonder	why	they	didn’t	make	the	
blood	products	in	Britain?	I	do	think	there	
is	a	political	and	economic	case	to	be	
answered.”

‘Until the Inquiry, we felt alone’ 
For those whose lives have been devastated by the use of contaminated blood products, 
attending the Infected Blood Inquiry and reliving painful experiences requires great 
courage, but can also be a source of comfort. 

Lynda’s son Russell
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Established	in	Oxford	in	1968,	this	small,	
voluntary	database	aimed	to	discover	how	
many	people	actually	had	a	bleeding	disorder	
in	the	UK	and	how	much	treatment	they	
might	need.	Limited	basic	data	was	collected	
on	all	patients	registered	by	the	haemophilia	
centres.	Over	the	years,	the	amount	of	
information	collected	slowly	increased,	
particularly	after	the	database	moved	to	
Manchester	in	2002.

What does the database do?
The	database’s	main	purpose,	like	most	
medical databases, has been to report to 
the Department of Health and the Health 
Protection	Agency	to	monitor	conditions	and	
assist	with	healthcare	planning	and	obtaining	
treatment	and	resources.	

It	has	also	been	used	for	observational	
research	into	the	natural	history,	
complications	and	effects	of	treatment	on	
bleeding	disorders.	(Observational	research	
is	where	the	natural	history	or	effect	of	
normal prescribed treatment is described and 
analysed.)	Importantly,	the	database	monitors	
the	safety	and	side	effects	of	newly	licensed	
treatments	and	reports	these	to	the	regulatory	
authorities.	

The	database	does	not	do	clinical	trials	of	
unlicensed	treatments.	We	have	also	provided	
over	700	extracts	from	the	database	for	
individuals	with	haemophilia	or	their	relatives.

“GDPR requires that patients should opt 
in and preferably give written consent.” 

“Your doctor or nurse will give you an 
(age-specific) information sheet, time to 

read it thoroughly and the chance to have 
questions answered.”

Giving consent today
Over	the	last	20	years,	the	law	around	data	
protection	and	consent	has	changed.	As	a	
result,	we	informed	patients	we	were	holding	
data	on	them	and	what	we	were	using	it	for	
and	offered	them	the	right	to	opt	out	if	they	
wished.	But	the	recent	EU-wide	tightening	
of	the	General	Data	Protection	Regulation	
(GDPR)	requires	that	patients	should	opt	in	
and	preferably	give	written	consent.	

Following	advice	from	the	NHS	Research	
Authority	and	getting	national	ethical	approval	
for	the	database,	we	have	started	to	get	
written	informed	consent	from	the	30,000+	
patients	whose	data	we	hold.	We	are	the	first	
major	UK	medical	database	to	take	this	step.

You	will	be	asked	for	consent	when	you	come	
for	a	clinic	review	or	come	into	hospital	for	
some	other	reason.	Your	doctor	or	nurse	will	
give	you	an	(age-specific)	information	sheet,	
time	to	read	it	thoroughly	and	the	chance	to	
have	questions	answered.	The	consent	form	
is	divided	into	sections	so	you	can	consent	to	
some	but	not	all	of	it	if	you	wish.	So	far,	very	
few	people	have	chosen	not	to	give	consent,	
but	if	that	is	what	you	want	we	will	record	that	
centrally	and	not	use	your	data	for	research.

For more information visit: www.ukhcdo.org

Your data and you 
Professor Charles Hay explains the new consent process for the UK National Haemophilia 
Database 

Database and consent



Two Big Red 
Bridge Walks   
Glasgow 7 March | London 21 March 

Register  
today for  
just £6!

Show your support and join our fun  
family walk over London or Glasgow’s 
iconic bridges. 

To find out more, visit haemophilia.org.uk or contact  
us on 020 7939 0780 or at events@haemophilia.org.uk  
 

#THSBridge 
Walk2020
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Youth Camp

Camp challenge accepted! 
We had so much fun at this year’s summer youth camp! 

We	brought	together	a	fantastic	group	of	young	
people	aged	9-15	years	from	across	the	UK	whose	
lives	are	affected	by	haemophilia	and	other	
bleeding	disorders	to	enjoy	a	range	of	activities.	

Based	at	the	High	Ashurst	Outdoor	Education	
Centre	in	Surrey,	our	campers	had	the	chance	to	
take	part	in	a	high	ropes	course,	archery,	mountain	
biking	and	climbing,	to	name	but	a	few.	

For	many,	it	was	the	first	time	they	had	tried	these	
activities.	For	others,	youth	camp	was	their	first	
experience	of	being	away	from	home,	safe	in	the	
knowledge	that	our	volunteer	haemophilia	nurses	
and	physios	were	on	hand	if	help	was	needed.	

It	was	so	rewarding	to	watch	our	campers	build	
up	their	confidence,	try	challenging	activities	and	
form	new	friendships.	

Thank	you	to	everyone	who	came	along	to	help	
us,	especially	our	haemophilia	nurses	and	physios	
–	we	couldn’t	have	done	it	without	you!	

Next	year’s	youth	camp	will	take	place	from	29 
July – 2 August	in	Derbyshire.	Applications	will	
open in January 2020 as	places	are	limited.	Please	
see	our	website	for	more	details.	

“It was brilliant. Youth camp offers 
something that the kids can’t get anywhere 
else. Watching the kids over the course 
of the week build up their confidence and 
discover all the things that they can do was 
just amazing.”  Jess, youth ambassador 

 “My son came home from youth camp 
buzzing! It has given him a whole new, fun 
outlook on having haemophilia. He’s been 
through a rough time with his health and 
had lost that sparkle in his eyes he had as 
a young boy. At youth camp he got that 
sparkle back – it was such a positive thing 
for him to do.”  Parent of camper 
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Youth Camp

“As parents, it was a relaxing week for us 
knowing that our daughter was with staff who 
are trained to manage bleeding disorders. It 
was so nice for us and for our daughter that she 
was able to go on a trip without us having to be 
in the background in case anything went wrong. 
She had a fantastic time and made some lovely 
friends.”  Parent of camper 

“I really enjoyed youth camp. The 
people I met were so nice and friendly. 

You do find that instant connection 
because of your haemophilia and it 
feels so much better not having to 

explain everything, knowing that every 
single person there understands.“ 

Camper, 16 

“The kids did lots of 
activities that they 
wouldn’t have done in 
their everyday lives. It was 
great to see them being 
encouraged by their peers 
to overcome their fears as 
well as having lots of fun.“ 
Alex, youth ambassador 

“Youth camp was one of the best bits 
of my summer holiday. My favourite 
part was the dorms and getting to 
know everybody. I really enjoyed the 
high ropes, it was scary at the end but 
it was really fun.”  Camper, 12 



‘Being	able	to	participate	in	games	and	
activities	with	their	friends’ is one of 
the	things	that	matters	most	to	boys	
with	haemophilia.	With	the	help	of	boys	
with	haemophilia,	their	parents	and	
physiotherapists,	and	The	Haemophilia	
Society	we	developed	an	exercise	
programme	designed	to	increase	muscle	
strength.

We	think	the	programme	might:
• have	an	effect	on	pain	and		 	 	
	 movement	in	the	boys’	joints
• help	them	participate	in	games	and		
	 activities	with	their	friends,	and
• improve	their	health	in	the	long		 	
	 term.

To	find	out	whether	this	is	the	case,	we	
needed	to	know	whether	such	a	research	
study	could	be	done,	and	the	best	way	
to	do	it.	To	answer	these	questions,	we	
conducted	a	trial	at	two	haemophilia	
centres.	We	allocated	some	boys	to	a	
group	and	asked	them	to	complete	a	12-
week	exercise	routine	to	strengthen	their	
leg	muscles	and	some	boys	to	a	group	that	
did	not	do	the	exercises.	The	boys	were	
allocated	by	chance	and	the	research	team	
had	no	control	over	which	group	each	of	
the	boys	was	allocated	to.

Careful monitoring

We	monitored	all	the	boys	throughout.	
All	the	boys	who	took	part	felt	satisfied	
with	the	group	they	were	allocated.	Those	

allocated	to	the	exercise	group	completed	
all	the	exercises	as	asked,	which	took	about	
30	minutes	twice	a	week,	and	reported	no	
harmful	effects.

Positive results 
The	aim	of	this	part	of	the	study	was	not	
to	find	out	if	the	exercises	were	beneficial.	
However,	at	the	end	of	the	study,	the	boys	
that did do the exercises increased the 
strength	of	their	ankle	and	knee	muscles	
and	could	walk	further	in	six	minutes	and	
go	up	and	down	a	flight	of	steps	faster	than	
those	that	did	not	do	the	exercises.

Next	year	we	will	carry	out	a	much	larger	
study	in	the	UK	that	will	find	out	for	
sure	whether	the	muscle	strengthening	
exercises	are	beneficial	for	children	with	
haemophilia.

Find	out	more	by	watching	one	of	the	
boys	in	action	and	what	his	mum	thought	
about	the	study	at:	www.youtube.com/
watch?v=bP1kgonDEIw 

First phase goes swimmingly! 
A year since we reported on the development of the DOLPHIN study, physiotherapist 
David Stephensen updates on the first phase results

Dolphin Study
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On	Monday	5	November	we	attended	a	
meeting	of	the	Clinical	Priorities	Advisory	
Group	(CPAG)	at	City	Hall	in	London.	This	
committee	sits	twice	a	year	to	examine	
evidence	about	new	treatments	and	
procedures	which	fall	under	the	umbrella	of	
specialised	commissioning	in	England	and	
require	additional	funding	to	be	routinely	
made	available	on	the	NHS.	

Part	I	of	this	process,	which	looks	at	the	
papers	and	evidence	of	treatments	under	
consideration,	is	now	as	part	of	a	pilot	open	
to	public	observers	as	a	way	of	increasing	
transparency	around	this	prioritisation	
process.	

CPAG’s	role	is	advisory	and	submits	its	
findings	to	the	NHS	England	Innovation	
Board	who	will	make	the	final	decision	about	
funding.

At	this	meeting	there	were	two	medications	
for	bleeding	disorders	under	consideration	
for	this	process.	Vonicog	alpha	a	
recombinant	product	for	von	Willebrand	
Disease	(VWD)	and	Plasma	derived	Factor	X	
for	Factor	X	deficiency.	

We	have	been	involved	in	the	working	
groups	for	both	of	these	and	have	submitted	
evidence	highlighting	the	patient	need	for	
these	products.	

Part	II	of	the	process	is	not	open	to	the	
public	due	to	commercial	sensitivities	and	
we	expect	to	hear	the	outcome	of	these	

decisions	in	January.	If	successful,	these	will	
be	routinely	commissioned	from	April	2020	
in	England.	

It	is	hoped	that	the	devolved	nations	
would	then	through	their	own	assessment	
procedures	decide	to	follow	suit	and	
commission	these	products	shortly	
afterwards.	We	will	ensure	we	keep	you	
informed	of	progress.

As	part	of	the	project	to	involve	patients	
more in this process there is a pilot to 
include	patient	impact	reports	going	forward	
and	we	will	continue	to	be	involved	and	
feedback	on	this	process.	

If	you	want	to	find	out	more	about	the	
prioritisation	process	and	the	work	of	CPAG	
you	can	watch	video	on	the	NHS	England	
specialised	commissioning	website.
www.england.nhs.uk/commissioning/ 
spec-services/

 

Considering new treatments - CPAG 
Highlighting patient need for new products 
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Talking Red

Not	only	does	Talking	Red	raise	awareness	
about	women’s	bleeding	disorders,	but	
it	also	empowers	women	to	demand	the	
treatment	and	support	they	need	to	be	
able	to	live	with	their	condition.

Now	we	want	to	know	more	about	your	
bleeding	disorder	and	how	it	affects	your	
quality	of	life	so	that	we	can	work	out	
where	support	is	most	needed.		Next	
month	[January]	we	will	be	launching	
a	questionnaire	which	will	look	at	the	
financial,	emotional	and	physical	impact	of	
women’s	bleeding	disorders.

	The	findings	of	this	survey	will	allow	us	
to	take	the	campaign	forward	with	clear	
evidence	of	the	areas	in	which	women	with	
bleeding	disorders	need	more	support.	
For	example,	we	know	that	for	many	in	
our	community	the	cost	of	buying	sanitary	
products	and	other	items	related	to	heavy	
bleeding	is	a	big	financial	burden	and	we	
believe	more	help	should	be	available.	Do	
you	agree?

	Macey,	19,	has	von	Willebrand	Disease	
and	spends	up	to	a	fifth	of	her	income	
on	coping	with	her	heavy	periods	caused	
by	her	bleeding	disorder.	She	said:	“It is 
degrading	in	a	way	because	you	can	get	all	
this	help	from	the	NHS	but	for	something	
as	natural	as	a	period,	I	can’t	get	the	stuff	I	
need	to	get	through	this.”

The	survey	will	be	discussed	at	our	Talking	
Red	conference	in	York	which	is	timed	to	
take	place	just	after	International	Women’s	
Day	on	Saturday,	14	March	2020.	Please	
sign	up	to	attend	through	our	website.	

Talking Red needs you!  
Talking Red has been so successful in getting 
the conversation about women’s bleeding 
disorders started that we want to step our 
campaign. 

Why we all should be Talking Red 
Ten	per	cent	of	women	go	to	the	doctor	
with	heavy	menstrual	bleeding.	Of	these	
women,	29%	may	have	a	bleeding	disorder,	
but	only	2%	get	tested	for	bleeding	
disorders.

We	know	that	women	with	bleeding	
disorders	often	find	it	difficult	to	get	to	
work	or	school	during	times	of	heavy	
bleeding	and	can	feel	very	isolated.		
Talking	Red	aims	to	dispel	some	of	the	
myths	surrounding	women	and	bleeding	
disorders	and	encourages	everyone	–	men	
and	women	–	to	talk	openly	about	periods	
so	that	we	don’t	allow	embarrassment	
to	hide	a	serious	medical	problem.	We	
believe	women	must	be	empowered	to	
get	the	best	treatment	available	for	their	
condition,	as	well	as	psychological	support.

Help us to keep the Talking Red 
conversation going by donating to 
our Christmas appeal. Your generous 
donations will help us to continue to raise 
awareness of women’s bleeding disorders.

You can donate here: www.justgiving.
com/campaign/ChristmasAppeal19

Talking Red  
   
Tens of thousands of women across 
the UK are living with a bleeding  
disorder without even knowing it.

8-14 March 2020
Awareness Week

Discover more and get involved at haemophilia.org.uk/talking-red

Empowering  

Women  

Dispelling 
Myths  

 

Sharing  
Knowledge

To find out more about Talking Red please email 
services@haemophilia.org.uk or call us on 020 7939 0780 #TalkingRed 

2020



Talking Red  
   
Tens of thousands of women across 
the UK are living with a bleeding  
disorder without even knowing it.

8-14 March 2020
Awareness Week

Discover more and get involved at haemophilia.org.uk/talking-red

Empowering  

Women  

Dispelling 
Myths  

 

Sharing  
Knowledge

To find out more about Talking Red please email 
services@haemophilia.org.uk or call us on 020 7939 0780 #TalkingRed 

2020



Skydive success!
On 30th June, Chloe Pearce undertook 
a big Tandem Skydive, complete with 
her fabulous red Haemophilia Society 
T-Shirt, and raised over £1,500! 

Thank you so much Chloe for your 
tremendous achievement! Here are 
some photographs of her big skydive. 

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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Inca Trail Trek to Machu Picchu 
 
Our	fabulous	member	Josh	Taylor-
Rose,	who	has	haemophilia	A,	recently	
embarked	on	a	6-day	trek	to	Machu	
Picchu	to	raise	money	and	awareness	of	
bleeding	disorders.	

Josh	went	through	the	Inca	Trail	to	one	
of	the	Seven	Wonders	of	the	World	and	
completed	the	challenge	in	5	long	days		
raising	over	£1,000	along	the	way!	

He said: “With	help	from	The	
Haemophilia	Society,		I	have	been	
able	to	lead	a	‘normal’	life.	I	hope	that	
by	completing	this	trek,	I	can	do	my	
bit	by	making	people	more	aware	of	
haemophilia,	and	who	The	Society	is,	as	
well	as	raising	some	money	at	the	same	
time	for	a	great	cause.”

If	you	would	like	to	take	part	in	an	event	
or	run	one	of	your	own,	we	are	happy	to	
help	you	every	step	of	the	way!

See haemophilia.org.uk/get-involved/
fundraising/ for ideas and resources. 
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Sepentine Swim 
On	21	September,	Mark	Bruce	from	the	band	Elephant	Sessions	took	part	in	the	famous	
2-mile	Serpentine	Swim	to	raise	money	and	awareness	of	The	Haemophilia	Society.	We	
are	tremendously	grateful	for	his	dedication	and	for	raising	awareness	of	genetic	bleeding	
disorders	on	his	platform,	raising	a	brilliant	2K.	

Going the distance 
Clare	Smith	and	Tom	
Child	both	took	part	in	a	
tremendous	half	marathon	
of	13.1	miles	on	Sunday	8	
September,	to	raise	awareness	
of	new	diagnoses	and	
challenges	for	children	and	
families.	The	Simplyhealth	

Great	North	Run	started	in	Newcastle	upon	Tyne	and	
finished	in	South	Shields	with	a	beautiful	view	of	the	
coast.	Thank	you	so	much	for	your	hard	work!

To	register	your	interest	in	next	year’s	Great	North	Run	
2020,	on	Sunday	13	September,	please	get	in	touch!	
events@haemophilia.org.uk	

RideLondon 100
On	4	August,	our	brilliant	
Haem	Team	cycled	an	
incredible	100	miles	through	
London	and	Surrey,	and	raised	
over	£4,000!	

Our	RideLondoners	included:	
Brian	Butler,	Ethan	Oliver-

Newman,	Rob	Evans,	Najass	Scott,	and	Claire	Cassar	
(RideLondon	46).	Thank	you	so	much	for	raising	funds	
for	us	to	continue	our	vital	work,	we	are	so	proud!

To	register	your	interest	in	next	year’s	RideLondon	100,	
please	get	in	touch	at	events@haemophilia.org.uk	

Archie Cup 
One	of	our	wonderful	
supporters,	Alex	Clark,	held	
his	annual	Archie	Cup	golf	
fundraiser	on	2	August	to	
raise	awareness	of	genetic	
bleeding	disorders,	after	his	
son	Archie	was	diagnosed	with	
haemophilia.	

They	raised	around	£2,000	and	
we	are	so	grateful	for	their	
continued	support!	

“Thank	you	to	all	of	our	
fantasic	supporters!	I	look	
forward	to	raising	even	more	
funds	with	you	in	2020!”	
Super Buddy, THS mascot



Youth Leadership

This	year’s	European	Haemophilia	
Consortium	conference	in	Skopje,	
Macedonia	had	the	familiar	hum	of	
patients,	care	givers,	industry	professionals	
and	friends	but	the	mood	seemed	more	
positive	for	lots	of	reasons	–	and	not	just	
for	the	spectacular	weather.

For	the	inhibitor	working	group	(IWG),	the	
work	started	a	day	early	with	discussions	
around	new	treatments.	The	talk	on	new	
therapies,	with	the	benefit	of	people	
having	time	to	live	their	new	lives	and	tell	
their	stories,	provided	a	tangible	optimism.	
Descriptions	of	simple,	bleed-free	holidays	
and	lads	playing	sports	were	uplifting	
to	hear	from	an	inhibitor	perspective.	
After	such	a	long	time	waiting	for	these	
therapies,	it	seems,	for	the	most	part	they	
are	here.	Of	course,	with	new	treatments	
come	new	challenges	and	questions…	
what	to	do	if	there	is	a	bleed?	What	should	
haemophilia	care	look	like	in	the	future?

All	in	all,	the	IWG	was	a	productive	and	
positive	workshop	where	we	addressed	
problems	experienced	by	patient	
organisations	in	Europe	and	worked	
together	to	find	solutions	that	can	be	
applied	at	home	and	across	Europe.

Conference highlights

The	conference	began	in	earnest	the	next	
day	with	some	amazing	symposiums.	For	
me,	the	stand-out	session	however	was	the	

youth	debate,	which	tackled	some	difficult	
questions	like	‘will	our	community	struggle	
to	find	leaders	in	the	future?’	The	audience	
didn’t	seem	to	think	so	and	with	such	
talented	and	committed	youth	leadership,	
potential	leaders	don’t	appear	to	be	in	
short	supply.

One	interesting	session	was	on	women	
with	bleeding	disorders	and	VWD,	which	
gave	the	best	explanation	I’ve	seen	of	how	
VWD	works	and	where	treatment	is	making	
progress.

Various	symposiums	on	new	therapies	
have	subtly	shifted	in	tone:	from	updating	
patients	that	new	drugs	are	coming	to	
cautious	optimism	that	they	are	here,	with	
more	on	the	horizon.	One	speaker	claimed	
that	we	will	see	more	change	in	the	next	
five	years	than	we	have	seen	in	the	last	20.	
There	are	exciting	times	ahead!

Taking things forward

Naturally,	an	event	like	this	comes	with	
networking	and	with	an	inescapable	sense	
of	optimism.	As	a	result,	I	will	be	more	
involved	in	organising	events	for	people	
with	bleeding	disorders	and	especially	
inhibitors	at	home	and	across	Europe	with	
our	fantastic	team	of	Youth	Ambassadors.

Learning, problem-solving 
and networking 
Youth Ambassador Josh Crombie is inspired 
by his EHC conference experience
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Josh Crombie



Our new office address is: 

52B Borough High Street
London, SE1 1XN 

(Our phone number and email addresses are the same)

Do pop in to see us if you can, we would love to see you! 

The Haemophilia Society has moved! 
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Strategy

The Haemophilia Society strategic plan 2020-2022 
Bringing our strategy to life together 

During	2018/19	we	worked	with	members,	
healthcare	professionals,	other	charities	
and	related	organisations	to	look	at	who	
and	what	we	need	to	be	to	meet	our	
communities	needs	and	ambitions.
 
Following	the	Theory	of	Change	model	we	
mapped	where	we	would	like	to	be	in	three	
years	as	well	as	in	the	longer	term.	

With	a	rapidly	changing	haemophilia	and	
bleeding	disorders	treatment	and	care	
environment,	as	well	as	uncertainty	UK	
wide	both	politically	and	financially,	we	
decided	to	focus	our	strategy	on	the	next	
three	years.		

As	part	of	this	process	we	also	reviewed	
and	updated	our	values,	vision	and	
mission,	working	towards	fully	achieving	
these	is	part	of	our	plan	for	the	future.

The	clear	message	from	everyone	we	spoke	
to	was	that	we	should	become	less	central	
and	more	local	throughout	the	UK,	so	we	
can	engage	with	the	wider	community,	
and	to	ensure	we	continue	to	advocate	
for	and	with	our	community,	focussing	on	
standards	of	care	across	the	UK.	

To	do	this	we	need	to	think	and	work	
differently,	raise	more	funds	and	ensure	
our	governance	meets	best	practice	
guidelines.	This	will	ensure	that	you	can	
have	confidence	in	a	strong,	professional,	
transparent	and	stable	organisation.	

Our	annual	plans	will	address	how	we	do	
this,	and	we	will	be	measuring	progress	
regularly	to	ensure	we	keep	on	track.		

We	feel	excited	about	the	opportunities	
this	creates	for	us	together,	and	look	
forward	to	working	with	you,	our	
community	to	bring	this	to	life.

Our values 

• Transparent	
• Professional	
• Pioneering	
• Supportive	

Our strategic aims

• To	support	and	engage	with	the	wider		
	 bleeding	disorders	community	
• To	empower	our	community	and		 	
	 amplify	their	voices	and	advocate	on		
 their behalf 
• To	increase	our	funding	and	improve		
	 our	reputation	
• To	ensure	best	practice	in	our		 	
	 governance. 
 
Our vision
Anyone	affected	by	a	genetic	bleeding	disorder	
has	the	opportunity	to	live	a	fulfilled	life. 

Our mission

• Inform
• Advocate
• Empower
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Board Update 

It’s	said	that	meetings	are	places	where	
the	minutes	are	taken	and	the	hours	
are	lost!	That	certainly	couldn’t	be	said	
about	the	current	board	meetings	of	The	
Haemophilia	Society.	Not	by	me	anyway.

Starting	at	2pm	to	allow	trustees	to	travel,	
our	board	meetings	usually	last	around	
three	hours	with	a	coffee	break	in	the	
middle.	Trustees	travel	from	all	over	the	
country	every	couple	of	months	to	discuss	
the	strategic	progress	of	The	Society,	
having	read	and	considered	the	board	
papers	that	are	distributed	two	weeks	in	
advance.

Training for trustees 
Each	year	we	welcome	one	or	two	new	
trustees	and	as	part	of	our	development	
we	undergo	yearly	training	to	educate	us	
on	our	roles	and	responsibilities.	One	issue	
discussed	at	this	training	is	transparency	
and	conflicts	of	interest.	

Several	of	us	have	roles	with	other	
haemophilia	organisations	and	are	engaged	
in	research	and	speaking	at	conferences.	
All	work	and	involvement	is	disclosed	at	
the	outset	of	any	meeting.	On	occasion,	
trustees	will	not	take	part	in	discussions	or	
voting	if	we	think	a	conflict	of	interest	is	
sufficient	enough	to	give	rise	to	perceived	
bias.	A	register	is	kept	of	these	interests.

Varied agendas 
Meeting	agendas	vary,	which	is	part	of	the	
attraction	of	being	a	trustee.	In	September	
we	welcomed	our	incoming	treasurer	

(from	November	2019)	Gordon	Dixon,	
who	was	shadowing	outgoing	treasurer	
Simon	Mower,	so	far	ensuring	a	smooth	
transition.	This	was	timely	as	our	auditors	
attended	at	the	start	of	that	meeting	for	us	
to	examine	our	end	of	year	accounts	with	
them. 

On	the	same	day	as	the	board	meeting,	we	
hold	our	resources	committee	meeting	in	
the	morning.	We	give	a	summary	report	to	
the	full	board	in	the	afternoon.

We	then	move	onto	our	now	regular	
review	of	the	Charity	Governance	Code.	
Along	with	our	Risk	Register,	we	take	one	
item	at	each	meeting	to	discuss.	Some	
core	items	are	discussed	at	each	meeting	
–	the	APPG	and	public	inquiry	fall	under	
this	heading	at	present.	We	also	discuss	
projects	and	work	with	our	sister	charities	
in	Northern	Ireland,	Scotland	and	Wales.

Time for a drink 
Meetings	conclude	with	a	closed	section	
for	the	trustees	to	discuss	matters	without	
the	executive	team.	

For	those	who	don’t	have	to	rush	home,	
we	then	might	have	a	more	informal	chat	
over	a	drink,	sometimes	with	the	team	too.	

With board members spread across the UK 
we	try	and	make	the	best	use	of	our	time	
together	to	keep	abreast	of	what	is	going	
on.	

Board, but never boring!  
Chair Clive Smith gives an insight into the workings of The Society’s board of trustees
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Something for everyone – from learning to  
awareness raising and fundraising. Do join us!

February  
28 - 1 March - Lads & Dads Activity 
Weekend (18+) Abercrave, Brecon 
Beacons 

March

6 - 9 - Newly Diagnosed Weekend,  
Elevedon Forest 
7 - Bridge Walk, Glasgow 
7 - 14 - Talking Red Week 
8 - International Women’s Day 
14 - Talking Red Conference, York 
15 - Bath Half Marathon 
21 - Bridge Walk, London 
Local Group Forum - TBC 
29 - London Landmarks Half 
Marathon 
 
April

5 - Reading Half Marathon  
7 - World Health Day 
17 - World Haemophilia Day  
19 - Brighton Marathon  
26 - London Marathon 
Family Day - Glasgow, TBC 
Family Day - Belfast, TBC 

May 
  3 - Belfast City Marathon   
24 - Edinburgh Marathon  

Family Day - Bristol, TBC 
Family Day - Yorkshire, TBC 
Family Day - London, TBC 

June 

Mums & Daughters Activity 
Weekend (18+) venue TBC 
Public Inquiry Update, London  
6 - 7 - Nightrider, London 
20 -21 - Nightrider, Bristol 

July  

11 -12 - Nightrider, Liverpool 
29 July - 2 Aug - Youth Camp, 
Mount Cook, Derbyshire 
Newly Diagnosed Weekend, TBC

Aug  
15 - 16 Prudential RideLondon, 
London  

Sept 
 
13 - Great North Run, Newcastle 
Serpentine Swim - TBC 

Oct  
30 Oct - 1 Nov - Young Peoples 
Activity weekend (15-17 yrs) - TBC

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

What’s On



Fundraise for us 
in 2020!   

Buddies  
Who 

Brunch 

 World 
Haemophilia 

Day

We have an exciting year planned, and we want 
you to be a huge part of it!

Bridge Walk 
Glasgow
London 

Play the  
Lottery 

haemophilia.org.uk/get-involved/fundraising

To find out more, visit haemophilia.org.uk or contact  
us on 020 7939 0780 or at events@haemophilia.org.uk  
 

#FunFor 
Funds2020



“The weekend was a great opportunity to meet other families and network, share stories, experiences 
and best practice. It was great to hear  “real life” experiences Youth Ambassadors.  It was structured 
but not formal - very relaxed and informative. Thank you 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.

Your Society: getting in touch: 

The	Haemophilia	Society	 
Willcox	House	 
140-148	Borough	High	Street	 
London	SE1	1LB		 
Phone:	020	7939	0780	 
Email:	info@haemophilia.org.uk	 
Web:	haemophilia.org.uk
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The	content	of	HQ	is	for	general	information	only.	If	you	are	experiencing	symptoms,	or	you	are	concerned	
about	any	of	the	issues	raised	in	the	magazine,	we	advise	that	you	consult	your	doctor.

Opinions	expressed	in	HQ	do	not	necessarily	reflect	those	of	The	Haemophilia	Society.	We	welcome	 
non-commercial	reproduction	of	articles	on	the	understanding	that	acknowledgement	is	made	of	HQ	as	 
the	source.

Thanks	to	our	corporate	sponsors	and	supporters:	June	2019	–	December	2019	-	BioMarin,	CSL	Behring,	 
HCD	Economics,	Roche	Chugai,	Sobi,	UniQure,	Spark,	Pfizer,	Takeda,	Novo	Nordisk

Copies	of	The	Haemophilia	Society’s	commercial	funding	guidelines	are	available	on	request.
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 HaemoSocUK

 thehaemophiliasociety


