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CPG on HAEMOPHILIA AND CONTAMINATED BLOOD
Octobor 23 2013
Conference Room C

Sponsored by Julie Morgan AM

AGENDA
Chair: Julle Morgan AM

12:15: Opening - Julie Morgan AM
12:15-12:20: Introductory Remarks — Mark Drakeford AM, Minister
for Health and Social Services
12:20-12:25: Progress to date - Lynne Kelly, Huemophilia Society
12:25-12:45: Questions and comments from the floor

There will be time for discussion until 1:15/1-30 pm after the Minister
has left nt 12:45 pm,
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1.Introduction

Welcome to the Cross Party group Meeting an Hasmophiliz ano Contaminated
Blood and thank you all for ceming, I'm Lynne kely | have 3 sons wih Hesmogphila
and am a Truslee of the Heemophila Sociaty Marx Drakedord the Health Minster
will be attending al 12.15, this is the frst bmo a Welsh Health Minister has agreed to
meet us in 8n open mesting and take questions from tha floor end | woulo Hxe 10
thank Jule Margan for all her efforts in organising 1hs today.

It is impertant that we remember that we are emongst fnands, our AMs and clinicians
heve ligtened 1o eur concearns and | hope that Mark Drakeford wil take thase Issues
forward.

Mark Drakeford = only m the room for half an howr ano 80 we have § questions from
patents and affecied families which adoress the main ssues Refrashments wil te
served al 1pm and then thare will ba 8n open digoussion

2nd Intro . Thank you Mark Drakeford on bahalf of the Heamopnila Society for
2greeing 1o meet with us and take questions from patants

2.History
The gumey so far as you all know has bean kng and reumelic

In Wales in the 19705 ard 19805 228 Haemophiiacs were nfectad with Hepaitie C |
40 were also infected with HIV through contamnated NHS Blood producis. Many
wern indecied as batxas and childran

87 ol thase infected have now died one of wham 15 a closa reative

and the contaminabion ¢f the gereral population with 1he spread of Hep Cis 8
growing prodlem which continues to be a cause of alarm

In 199% the Insh governments responsa 1o the contaminales blood disaster was the
Lindsay Tnbuna! wheh announced a full care and compensalion package for those
infacted

In 2009 the Archar Inquiry, recommended a full care ana compensalion packaga in
the UK n ling wah Irefard

BUT the UK government heve remened stubboenly in denigt of the problam and ag
aresult 12 yoears on and the Archer recommendations have not been
implemented

In Wales the Biood Bomne Viral Strategy Flan 2010-2015, has been dralted lo
improve sarvice provision 1o patients with Hep C,

ard a Task and Finsh Group was set up 1o review Haemophlia care in Wales.
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3 lasues in Service Provision

In July Ean Howe Padiamentary under Secretary of Stata for Quality 2sid thal * Thal
the patent should ba at the centre’ ha {e's that the excluson of the pat2ant in
daveloping sérvices is cflen the reason for fallure

Through Engagement wilh the Haemoghia Socely. patant representabvas ang
clinicans

the Task and Finish Group's Haemophilie Review identfiad
+ gaps In Consullant Hepatology care at Cardiff
* gaps in Physiotharapy through out Walkas
e and Ihe need for Psychological suppart

and wa can calebrate some significant successes in these areas as a result of
listening to the needs of the patients and maintaining a strong dialogue with
clinicians and AM's

+ 4 Psychologsts nave been appointed

e The nurse led Bleod Barne Viral Cling is opersting wall. petients with Hep C
but without  advanced liver dsease have access 10 Fibroscans

« Probloms wah acoass to Hep C drugs for patents aliending Cardiff
hasmophita cantre and  living In other areas have been solved with the
help of Assembiy Members contactng the Local Health Boards directly
on tehall of their constituents

o Al Swansen n 2™ Haematoiogist (s being recruited
« Physolherapsts al Bangor and Cardilf are about to be appainied
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4, Unresolved Issues In Service provision

Howeaver gaspile lhese successas (hare I8 el much to do

The Physiotherspy post &t Swansea s unresolved due to fack of funding The
post 18 enly 2 days & woek and wil provide outreach lo Withybush Hospia!

Without Local Heallh Board and Gastroentarelogy representation an the All
Wales Advisory Group, chaired by WHSCC progress 1s impossible It was
egread in Mey 2012 that & represantative from the national Speciaist Advisary
Group on Gastroentarology would be inated Lo the meetngs and 18 months
later thig slill hagnt happened

Liver disease:

There are 12-14,000 pacple with Hep C n Wales. Only 2.5% of these have
contracted Hap C through blood or biood products

The Bntsh Liver Trust, Tha Hepalite C Trust and the Haemochromotosis
Society as well as Haemophlia patents all repont diffcullies in sccessing
specalist Consutant Hepsiology opinien in Cardilf

Yat patants with liver dsaase in thelr disgnosis account for 11n 10 petients in
UHW critical care

The report 'Improving liver health 8nd out comes 1 liver csaase In Cardiff
and  Vala of Gamorgan Dac 2011" identifieg a future garvice moede! which
remainz un  implementad

The reprasentatve from tha National Specialist Adwisory group on
Gastroentarclogy who was part of tha Haemophilie Review ststed that *
without 1ha appointmeant of 8 consultant Hepatologist at Caraff tha care of this
group of patients would not Improve”

David Sissling Chief Executive NHS Wa'es, made cne of the man objectvas in
his Annua’ report 2013 1o ‘reduce Emargency Admissions

law can that be achieved when patients with advanced liver dsease are not
being manitored, thers s no sing'e pathway of care, there is no cedicated
Hepatoogs! and thay are baing admalad through A and E or through the
Heemophita Cantre.

Data: Tha University Hospital of Wales had the haghest Hospdal Dealh rate
scoras In Walkes ths year and we woudd ask if the enormaous gap in service
provision for patents with liver desase 18 a reason for this?
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5§ . conclusion

In 2009 Nicols Sturgeon Scottish Health Mirster esisolished the Penrose
Inguiry o provide answers and closure for vicbms of contaminated biood n
Scotland. In March 2014 Lord Penrose wil report on the circumstances laadng
ta infechon of Scottish Haemophtacs wih NHS dlood products.

What will the Walsh response be to Panrose In Scotland?
In 2015 The Wales Bloos Borme Viral Action Plan Stralegy comes o #n end?
VWil consultant Hepatolegy be in place?

There is a deeply falt need by relatives, friends and patients themselves
for the enormity of the contaminated blood tragedy affecting them 1o be
recognised and explained

In 200€ Lerd Archer recommenced a full care and compensalion packagae for all
Haemophilacs infected with NHS bisog products in Ine with what had been
received by Insh Haemophisacs As we hava saen we are shil addressag the
pravision of case and nothing except denals have teen neard on 1ha matter of
compensabon or the acknowladgement of the disaster

In PMq's last week Allstair Burt MP again raised the question of an
apology for the tragedy and financial support for victims

In keeging with Lord Archars recommandations we would ask the Walsh Govt
for & commitmant regaraing clinical services and financlal support for
Haamophitacs

We are asking for an ecanowladgement to the conamingted Blood dsaster
from Ihe Welsh Govt and we propose a Welsh Public Inquiry befare the 2018
elaclion

The Cross Pany group on Haemopnhilis ang Contaminated Blood was set up n
2011 10 Relea aweranaes and Improve care and support 8na we ara ssking for
your continued support 1o ensure that we meet thesa objactves

and now we wil nesr from patients end family memoers aboul Now thess 18sues are
gffacting them
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CPG Meeting Haemophilla and Contaminated Blood 23 October . © |

Questions from patients and affected families to Mark Drakeford Health
Minister

1)

2)

In 2010 my brother died from Mepalits C and liver cancar, he wasn't
monltored al UHW and the fver cancer was discovered too late [t is now
2013 and nothing has changed, | am In Ihe same position as my brother, |
atiend Cardiff Haamophita but my bvar disease is not balng monitared as
there & no Mepatologst, | am altending the Royal Gwent Hepatclogy, nurse
led Cinic but thare i a 6 menth walt 10 see tha Cansutan! Hapatelogist

Guastion : Why has it taken so long to appolnt a coneultant
Hepatologlst at Cardiff?

I have advanced kver disensa and was given with Hep C as & chid through
NHS bloog products. | have never seen a iver specialist & the Heath | have
failed Ribavarin and Interferan treatmant 3 tmas | have had 1o keap working
#s | have a family o suppor. | cannot gel ife assurencs. '

Question: Why is it whan | have been infacted with Hep C by the NHS in
Cardiff through no fault of my own, | can't get access to specialist
opinlon, | haven't received compensation and can't get life assurance?

3) A Swansea mum's perspactive. We haye 2 smal rooms essigned 1o
haemephliacs in Swansea and south west wales one houses the assigned
nurse , the other ha traalment room. There 1 ne where 1o sit . They need
piggar roams for Ireatmant and ceasuliation. Thay put us In the comidor
oulside the rooms Lo vwait, There Is a notice board for the word 1o see who
and whal we are and | feal thal this is a very serous breach of confidantiality.
Ona consutanl s assigned o treating who is hard to get to as he is the
resident haematologist and also lectures | belleve.

Ifhe Is not avalabie than there is a lol of hunting arcund for a regisirar to
make a3 assessment.
Tha assigrad nurse has now had sorma admnistrative help . We get a physio
cecasionally on lean from Cardiff. my sen geds an eanual review which is no:
anough.. We also have a psychotharaplst 2 days a week, The Nursa is very
stretched and has o do ward rounas in the mormng. So, if yeu have a cisis
try end plan It bafore rounds or after 12 noon

After hours & & complete lottery as we have to Qo to Morristen not Singleten
whera the ualt s, 1t deperds who Is on cal, Thero is an excelent make nurse
who knaws the routne but which Doctor you see is completaly random and
very few have an understending of the condton.. No assigred parking space
makes i dfficult to park pear the centre, | applied for a biue badge and livsted
disabad parking so ados to
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the stress looking for a space whan your scn cant walk. No spacific spacs for &
hesmophilac or drop off point.

I had to justify Ihe naed for blue badge Lo my GP , hard carrying a feanaqger when he

cant wak (f he has a bad bleed in the kneas or ankles

Question: Why Is It taking so long to appoint a 2nd Haematologlst and a
Haemophilis Physiotherapist at Swansea?

4) My Son dled from Contaminated blood, leaving widow and depandant, The

Archer Erquiry proved beyand doubt that our, 2ans, brolbars, and husbands
wore infected by recewing contaminatad blocod. There have been many
maetings both here and in Wesiminsler, seskng help, plaading and holding
out the bagong Lowl. Wa should never have been put in tis position but we
ara. Tha finances of wicows are baing more & maore stralched, and their abiity
to support their chidren, aducaton cothing or even a litke holday becomes
incraasingly difficull.

The Skipten Fund and the MacFariane Trust are becoming ncreasingly
padantic in their abilty %o provide funds for our desperate (emlies, Constantly
changing rules and form filling add slress ta the stuation
All the counselling and mors! support does nct pay the bills or give a child the
comfort of saying 'My Daddy bought me this®

Question: We have been told that this is not a devolved Issue, but we
question that. The glving of contaminatad blood took place In Wales,
50 we feel that tha Assembly cannot ignore the plight of thelr infected
constituents.

We, they, need financial help. The problem Is not going away, Every
meeting, and correspondence ends with the words "The Minkster will
look into this,"

How can the Minster and our Welsh Assembly help us to meet the
needs of our widows and children?

5) Spouse of nfected haemophitac

Queston: ‘Whon will the Welsh Government acknowledge the Contaminated
Blood Disaster? When will they set up a Public Inquiry? WIill the Waelsh

Governmaent respond to the Penrose Inquiry findings In 20147
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