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CPG on IIAE11101)MLIA AND CONTAMINATED 111.0(11► 
October 23" 2013 

Conference Room C 

Sponsored by Julia Morgan AM 

AGENDA 
Chair: Julie Morgan AM 

12: 15: Opening - Julie Morgan AM 
12: I5..12:20: Introductory Remarks -Mark Drakeford AM, Minister 

for Health and Social Services 
12:20-12:25: Ptt>gress to date - Lynne Kelly, Iiaemophilia Society 

12:25-12:45: Questions and comments from the floor 

1herc will be time for discussion until 1:15/1.30 pm after the Minioer 
has left at 12:45 pm. 
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1.Introduction 

Welcome to the Cross Party group Meeting on Hal>rnop+nha ano Contaminated 
Blood and thank you all for coming. I'm Lynne kory I have 3 sons w!h Heomaphile 
and am a Trustee of tree Hocmoohilan Society Marx Draxedced ne Health Minister 
w91 be attending al 12 15, this is the fist time a Wes? Health Miniater has agreed to 
meet us in an open meeemng an take questions from the floor and I would I Ke to 
thank Jute Morgan for $1 her efforts in organising Ihs today. 

Ills ,rnportant that we remember that we are erncngsl friends our AMs and ctniciane 
have tstened to our concerns ends hope that Mark Drakeford wit take these issues 
forward 

Mark Drakeford is orgy in the room ̀ or hal an hour ano so we have 5 questions from 
patens aryl nHectad families when adorers the main ssues Refreshments wit e e 
served at tprn and then Isere wiU be en open orsojesion 

2nd Intro. Thank you Mark Drakeford an behalf of the Hssrnophtla Society for 
agreeing to moat with us and take questions from patients 

2.Hlstory 

The gurney so far as you all krow has been long and traumatic 

In Wake in the 197os and 1900s 226 Haemophrwe s were infected with Heparhs C, 
40 were also infected with HIV through eontam noted NHS Blood products. Many 
were infected as Cables and children 

137 of those mlocled have now died one oil whom Is a close realr.~a 

and the cxxrtarninalron of the genera papulahon vats the spread of Hap C is a 
growing pcooilem which pontinues to be a Cause of alarm 

In 1999 the Irish governments response to the Contaminateo eloCd dleaSter Was the 
Lindsay Tribunal wtvcn announced a full care and compensation package for those 
elected 

In 2009 the Archer Inquiry, recAmmenoed a full care ano compensation package in 
lhre UK s-i line wfh Ireland 

BUT the UK gcwernment have remened stutbanly in dente of the problem end as 
a result 12 years on and the Archer recommendations have not been 
implemented 

In Wales the Bbod Borne Viral Strategy Pan 2010-2015, has been drafted to 
snprove service provision to patierts with Hop C. 

and a Task and Finn Group was set up to review Haemcphtie care in Wales 

WITN2438003_0003 



3 Issur9 in Service Provision 

In July Eat Howe Parliernentary under Secretary of Slate tar Quelffy said that ' That 
the patient should be at the centre' he fat that the excluaon of the patent in 
developirxg services is cften the reason for failure 

Through Engagement wflh the Hasmorhaa Sooety patent reprase,ntabYee and 
cllruaens 

the Task and Finish Group's Haerr.~phdle F e'rew ,denbled 

• daps In C-cnsultant HeDatosopy care at Cardiff 

• gaps in Physiotherapy through of Wetes 

• and the need tar Psydwbgral support 

and we can celebrate some elgnificant 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 Psyrhaogosts nave been appolmed 

• The nurse led Blaod Borne Viral Cinc is o(.wtrimg Nall patents with Hep C 
but without adyan:ed Ii.'er dsaaso ha're access 10 Fiteoscesis 

• Problems wSh eooess to Hap C dugs for patents al;andnp Cardiff 
haemc rAii a oentre and living In otter areas have been solved with the 
help of Assembly Members contacbnp the Loca' Health Boards erectly 
on tehall of their constituents 

• At Swansea a ?w HaernaMogist is tieing recruited 

• Phys otherap sts at Bangor and Cardiff are about to be appunied 
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4. Unro%nlved Issues In Service provision 

However despite these suooe6sea there Is slit nxich to do 

• The Priyslolherepy pons al Swansea is unresolved due to lack of funding The 
post is only 2 days a week and wdl provioe outreach to Withylaush Hospnsr 

• 4Mlhoul Local Heellh Board and Gastroenterology representation an the All 
Wales Advisory Group. chaired try WHSCC progress is mpossiba It was 
agreed in May 2012 that a representative from the national Speciaisi Advisory 
Group on Gastroenterology would be mated to the nieet'igs and 16 months 
Tate( this still hasn't happened 

• Liver disease' 

There are 12.14,000 pecple, with Rep C n Wales Only 2,5% or these nave 
contracted Hop C through blood or tY000 products 

The Bntsh Liver Trust, The Hepatitis C ?rust end the Heemochromotosts 
Society as well as Haernophna patents all report dlfltculges in aocessIIQ 
specialist Consultant Heponoiogy opinion in Cardin 

Yet patents with liver dsease in their diagnosis aooaurr. for 1 In 10 patients in 
UHW critical care 

The report 'Improving li er heetlh and out comes in liver disease in Cardiff 
and Vale of Glamorgan Dec 201 V idenh6sa a fu4ure service model which 
remains un implerr'.ented 

The representative from the National Specle!ist Advisory group on 
Gastroenterology who wee pail of the Haerrophille Review stated that" 
without the appointment of a consultant Hepalobgrsl at CarGfl the care of this 
group of patients would not Improve" 

• Davd Sissling Chef Executive NHS Wales, made one of the melt ob)octves in 
his Annual report 2013 to 'reduce Emergency Admissions 

Ivaw can that be achieved when patients with advanced liver disease are n'i 
being r rnuarod, there a re sinp'e patiwvay of care, there is no dedicated 
Hepaloioget and they are being edmtted through A and E or through the 
Haemophna Centre 

• Data: The Unwereity Hospital of Wales had Vie hghest Hospital Death rate 
scares in Wales the year and we amid ask if the e+no•mous gap In serve 
provision for patents wrtn liver daease is a reason far this? 
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5 . conclusion 

• In 2000 Nicole Sturgeon Scottish Health hltr4Eer eslsolished the Penrose 
Inouiry to Provide ar4wors and crosuro for vvctrns of contamirated blood o 

Scotland In March 2014 Lord Penrose vil report on the circumstances ieadng 
to infection of Scottish Haomophna; s w4ti NHS olocd products 

What will the Welsh response be to Penrose In Scotland? 

• In 2015 The Waies Bkroo Borne Veal Action Plan Strategy canes to an crKV 

Will coesullant Hepatology be In place? 

• There Is a deeply felt need by relatives, friends and patients themselves 
for the enormity of the contaminated bbod tragedy affecting them to be 
recognised and explained 

• In 2D09 LCrd /Ulan recommenced a full care and compensation package for all 
Haernophil,acs infected with NHS blood products in Inc with what had bccn 
received Ly lush Haenmophitacs As we have sawn we are still addrns ng Ihn 
provision of caro and npthng except Der ale have teen neard on the rratter of 
corrpecsabon or the acknowledgement of the disaster 

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

• In koepirg %itn Lord Archers recornrnendahons we would as tire Welsh Govt 
for a commitment regareing clinical services end financier suppert for 
Haernophviacs 

• We are asking for an ec*rvowledgenlent to the contamneted Blood d aster 
from the Welsh Gcn and we propose a Welst Pudic Inquiry before the 2018 
election 

• The Cross Party group on Haen opntlta ego Contaminated Blood was set up in 
2011 to Raise awareness and improve care and auppert and we are asking for 
your continued suopert to ensure that we meet these objectives 

and now we wit near from patients and family riemoers about how these issues are 
effect ng them 
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CPG Meeting Haomophllla and Contaminated Blood 23'" October ; 

Questions from patients and affected families to Mark Drakalord Health 
Minister 

t I In 2010 my brother died from Hepabte C and liver cancer, he warn 
monitored at UHW and the gear cancer was discovered too tale It Is now 
2013 and nothing has changed. I am In the earns position as my brother. I 
attend Cardiff Heemophile but my hoer disease is not being monitored as 
there is no Napatalog4t. I em attending the Royal Gwent i, epa:oiogy, nurse 
led Cinic but there is e6 month wait to see the Consutani Hepaniogist . 

Ovestion : Why has h taken so long to appoint a consultant 
Hepatologlst at Cardiff? 

2) 1 have am'ancsd Lien disease and was given with Hop C as a chid borough 
NHS blood products I Ivvn never seen a .vac specialist at the Hahn I have 
tailed Rihavann and Interfriron treatment 3 tines .1 have had to keep working 
as I have a famiry to support I cannot get life assurance. ' 

Question: Why Is it when I have been infected with Hap C by the NHS In 
Cardiff through no fault of my own, I can't got access to specialist 
opinion, I haven't received compensation and can't gat life assurance? 

3) A Swansea mum's perspective. We have 2 enrol rooms assigned to 
hasrnophliaca in Swansea and south ,west wales one houses the assigned 
nurse , the other the treatment room There Ps no where to sit They need 
bigger rooms for treatment erd ccnsuftetion. They put us In the corridor 
outside the roo rs to wait . There Is a notice board for the wor'.d to see who 
and what we are and I feel that this is a very serous breach of confidentiality 
On onneutenl rs assignoo to treating who as hard to get to as he is tha 
resider; haema%c ogist end also lectures I believe. 
If he is no: avartabla tnon there Is a lot of hunting around for a registrar to 

make as asseserneni. 
The assigned nurse has now had ware adrnnletratve help. We gel a physio 
occasionally on loan from Cardiff. my son gots an annual r&.'ew wfrich Is not 
enough.. We also have a psychotherapist 2 days a week. The Nurse 6 very 
stretched and has to do ward retunas in the rrernng, So, it you have a anus 
try and plan it before rounds cc after 12 noon 
Attar hours is a complete lottery as we ha's to go to Morrston not Singleton 
where the unit ls, rl deperds who Is on cat, These is an exceteni make nurse 
who knows the rou:ie but whch Door you see Is completely random and 
very few have an understanding of the cord-ton.. No esa grvad parking space 
makes is difficult to pa'k near the cen*.•e. I spatted for a blue badge and li'heed 
disat ed parking so adcs to 
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the eves$ Oklrg for a space when yvu- sent cant walk No speclflc space for a 
haemophilac Cr drop off point. 
I lied to Justify the need or blue Dacge to rry GP , hard carrying a teenage• when he 
rain t wak If he hhas a bob wood , uie knees or ankles ' 

Question: Why is It taking so long to appoint a 2nd Haematologist and a 
Haemophllis Physiotherapist at Swansea? 

4) My Scn died from Contaminated bid, lea'. ng wlecvti ano dcpancart, The 
Archer Erxlurry F'oved Ceyond doubt trial our, sons, brothers, and hu&bandg 
were infected by reoe.»n® rontarnuiatpd blood. There have been many 
meetings both here and in WeslminslE'. seetcrig help. peadirn and boiling 
o1R the begging bowl. We ShotAd never have been put a7 Plis position But we 
are The finances of wirows are being mere & nacre stretched Pnd thFr abilty 
to support their chidren, aduoaton ,Cothir{j or eve., a little ho+day becomes 
inC6aSargly dilfloull. 

The Skiotcn Fund and the MacFerene Trust are bieCoT.ng ihcreaa iQy 
pedantic in their ability to pron'lde tunas for or dasperae (r'nllc s Conslnntly 
charging rules and form filling ado site s to the s:uabon 
All the counselling and more! support does net pay the Nits or g .'e a dlik1 the 

comfort of sayvrg 'My DAtidy bought me this' 

Question: We have been told that this is not it devolved issue, but we 
question that. The giving of contaminated blood took place In Wslos, 
so we foul that the Assnrnbly cannot Ignore the plight of their Infected 
constiluents 
We, they. 'rood flnanctal help. The problem Is not going away. Every 

meeting and correspondence ends with the words 'The Minister will 
look into this." 
How can the Minster and our Welsh Assembly help us to meet the 
needs of our wklows and children? 

51 S:ruuse Of nfeeted heemophaac 

Ouesbor When will the Welsh Government acknowledge the Contaminated 
Blood Disaster? When will They set up a Public tnqulry7 Will the Welsh 
Government respond to the Penrose Inquiry findings in 20147 
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