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Cross Party Group Haemophilia and Contaminated Blood  
meeting 11am-1.30 pm  October 2nd 2019  
 
Attendees:  
Hayley Bartlett, Helen Cooke, Derek and Elizabeth Driver, 
Christine and Martin Fox, Mary Grindley, Jan and Phillip 
Goldsworthy,  Meinir Elin Gooch, Carol and Chris Harker, 
Cynthia Hill, Christian Howells Barrister 30 Park Place, 
Rosemarie Howells, Michael Imperato of Watkins and Gunn, 
Tom and Janet Jones, Lynne Kelly Chair of Haemophilia Wales, 
Tony Lane, Marcus Lewis, Brian Longford, Paula Longford, Lucy 
O’Brien, Mike O’Driscoll, Chris Major, Nigel Miller, Sue Sparkes, 
Gerald Stone, Barbara Sugar, Craig Sugar, Margaret Sugar,  Tony 
and Pat Summers,  David Thomas, Malcom White, Val 
White,Brian Williams, Christine Williams, Jason Williams,Lloyd 
Williams QCAMs : Mick Antoniw, Hefin David, Dai Lloyd, Rhun ap 
Iowerth, Mark Ishwewood, Nancy Cavill, Heledd Roberts. 
 
Apologies : Angela Burns AM, LLyr Gryfydd AM, Jennifer and 
Norman Hutchinson, Diana Edwards, Elaine Huxley, Janet 
Morgan, Michael O’Connell, Martin and Tracey Price, Glesni 
Sibley, Edward and Gill Purnell, Jean Thomas, Sharon Thomas 
 
Update on Infected Blood Inquiry : Lloyd Williams QC,  Christian 
Howells and Michael Imperato, Watkins and Gunn  
 On 8th October the Infected Blood Inquiry will hear a further 3 
weeks of witness evidence in London. The final week will hear 
evidence from witnesses and campaigners.  
The scheduled uncontroversial Expert evidence in November 
will now be held in February 2020. This evidence will focus on 
the psychosocial consequences of the infections and what is 
known now and the state of knowledge in the 1970s, 80s and 
90s. Medical ethics will be examined, doctors  conducted 
themselves in the 80s and 90s with issues relating to informed 
consent etc.  
Sir Brian, Chair of the Infected Blood Inquiry has selected a 
number of Expert groups to look at various aspects and the lead 
of each group receives a letter of instruction of what is required 
by each group, they can also cover issues not raised in the letter 
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in order to produce a comprehensive, no prejudice report. The 
lead doctor will then be called to give evidence.  
We do not know at this stage if we will get interim reports of 
how the Inquiry gets to its final conclusion.  
The professionals will start giving evidence possibly next 
summer with thousands of doctors identified, we don’t know 
who will be called at the stage. 
The Inquiry will be continuing to hear evidence from victims and 
campaigners. 
Questions from the Floor :  
Can witnesses refuse to make a statement? Lloyd Williams QC 
said that is would be unusual for a witness to refuse to make a 
statement,  witnesses who have died have no right of reply and 
historical evidence will be examined. Sir Brian Cahir of the 
Infected Blood Inquiry has the power to compel witnesses and 
can issue a witness summons. The witness could instruct 
lawyers and this will be heard by Sir Brian. If Sir Brian decides 
they should give evidence then it would be a criminal offence for 
them not to attend.  
What about Issues relating to individual cases? It will be 
impossible for the Inquiry to resolve individual factual disputes 
but the Inquiry is looking for themes in witness statements to 
inform them accurately of what happened.  
Will the Commercial attitude and operation of Pharmaceutical 
companies in the USA be examined? There is a separate team 
looking at pharmaceutical companies and doctors who were 
working with US drug companies at the time will be 
investigated.  
When will the Haemophilia Society and Macfarlane Trust give 
evidence? The Inquiry are very interested in hearing evidence 
from both,  but no time frame yet.  
Can we have input into the selection of Expert Witnesses with 
the help of our lawyers? Our lawyers are not able to assist with 
this as the Inquiry will not fund it. 
Action :  The group asked Michael Imperato to write to the 
Inquiry about this. 
Some attendees have not previously been aware of the Inquiry 
and asked if they could make a statement? The Inquiry will allow 
witness statements to be taken but will no longer accept core 
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participants as the decision has been made they cannot add 
inform the Inquiry further.  
Action : The group asked Michael Imperato to write to the 
Inquiry about this  
Can people make supplementary statements on specific issues? 
The Lawyers have to apply to the Inquiry for a cost award and 
the Inquiry will decide whether or not to allow this. There was 
some discussion about recent diagnosis of a specific conditions 
relating to Hep C Interferon treatment which people were 
unaware of when the known their initial statements were made. 
They felt it was only fair that additional evidence should be 
included in individual statements. The difficulties of making a 
statement without having seen medical notes was also discussed 
and  the lawyers explained that they would  need to apply for an 
additional cost award to include further evidence with an 
original statement.  
Will the Group Litigation proceed? The Group Litigation is 
completely separate to the Infected Blood Inquiry and has been 
‘stayed’ or put on hold until the Inquiry reports.  
  
 
Mick Antoniw AM and Chair of the Cross Party Group had 
written to Vaughn Gething Welsh Health Minister about levelling 
up payments  as an interim measure, in line with the rest of UK 
as requested by Sir Brian Langstaff on 15th October 2018. Mick  
explained that Welsh Government  and the devolved nations met 
with the Department of Health on 10th July  and it was agreed 
that the additional funding for infected blood support would be 
sought from the Treasury.  
David Thomas Haemophilia Wales Trustee and representative 
on the group of 12 campaigning groups and charities across the 
UK will meet with the group set up at Sir Brian’s request to level 
up payments as an interim measure until the Inquiry reports its 
findings.  
There was a discussion about how the Wales Infected Blood 
Support scheme is currently funded and the group has been 
unable to establish if it is currently funded by Westminster of 
Welsh Government.  The additional funding announced by Sajid 
Javid was discussed. This was not specifically for contaminated 
blood although it was mentioned in the context of Northern 
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Ireland. This funding is part of the Block Grant which is a portion 
of the total funds throughout the UK and earmarked for public 
expenditure allocated to Wales.  
 There was a feeling of anger and frustration by many people in 
the room as no progress has been made in a year. Infected blood 
victims continue to die, leaving families reliant on discretionary 
support. People were disappointed with both Welsh 
Government and Westminster as neither Government is taking 
responsibility after over 30 years and victims are continuing to 
beg for support.  
 
 On 30th September 2019 Oliver Dowden, Minister of the Cabinet 
Office wrote to Diana Johnson Chair of the All Party 
Parliamentary Group in Westminster saying that discussions 
were now taking place between the Cabinet Office, the 
Department of Health and the Treasury to level up payments 
with England with a possible consultation.  People felt there had 
been so many consultations but successive governments 
continue  to dodge the main issues and payments need to be at a 
level for victims to live and not merely exist without the need for 
discretionary support. It was agreed that it is a ludicrous 
situation that after 25 years widows in Wales, England and 
Northern Ireland are still not included in any scheme and do not 
receive any regular non means tested payments.  
Cross border issues were raised by victims who were infected in 
England but live in Wales and were unable to access support 
under the Special category mechanism of the English scheme. 
The group agreed that this was deliberately set up  to confuse 
and frustrate victims further. It was felt that the Scottish scheme 
was fairer than the English and Welsh Schemes as widows 
received a  regular non  means tested payment. 
 Many victims will not see the end of the Inquiry and it is 
important that the payments across the UK are levelled up and 
widows and widowers are included in the scheme immediately. 
 
 It is hoped that the Inquiry will make recommendations on 
compensation for all infected and affected. It was  also noted that 
that any increase in payments across the UK  were only a 
temporary measure for the duration of the Inquiry and not 
compensation payments. 
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Trusts In 2017 the previous Trusts namely the  Macfarlane 
Trust, Skipton Fund and Caxton Foundation were set up to 
provide ex gratia or no fault payments to the Infected were 
dissolved and  replaced by the English Infected Blood Support 
Scheme (EIBSS), Wales Infected Blood Support Scheme (WIBSS) 
NI scehme and Scottish Scheme.  The £600K reserves from the 
Macfarlane Trust were passed to the Terence Higgins Trust who 
plan to hold yet another consultation. This was not welcomed by 
the group  as all funding will be used to consult and with no 
outcome or improvements for beneficiaries, as previously 
happened in 2012.   
We do not know what has happened to legacies such as the 
Honeycombe Trust which was set up by a widow Mrs 
Honeycombe to provide educational grants for widows. All data 
relating to the Trusts have now been transferred to Russell 
Cooke solicitors in London.  Since the Hearings in Cardiff 
bereaved families have been in touch with Haemophilia Wales as 
they do not know if payments have been made to deceased 
relatives. The contact is  Julie Collingham at Russell Cooke is 
dealing with all inquiries email : charity.newenquiries@russell-
cooke.co.uk tel 02083946488 
 
APPG There are ongoing issues with the APPG on Haemophilia 
and Contaminated Blood as the Haemophilia Society continues 
to brief them incorrectly regarding access to new treatments.  
Haemophilia Wales are no longer invited to meetings eeven 
though the majority of Welsh MPs joined the APPG to support 
their own constituents The CPG wrote to Diana Johnson about 
these issues and Haemophilia Wales have written to the Chair of 
the Haemophilia Society about this on 2 occasions.  
Action : Mick Antoniw to meet with Welsh MPs to discuss these 
issues.  
 
 
Hep C issues 19th September  2019 Sir Brian wrote to Public 
Health England  to express his disappointment at lack of 
attention  paid in a recent report into Hep C through 
transfusion…’The annual report failed to highlight this route of 
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infection and instead mainly focused on the risks associated 
with drug users. This approach risks perpetuating the failure to 
identify,test and diagnose people infected though transfusions . 
It also risks exacerbating the stigma felt by those infected by 
transfusion.  
 
Haemophilia Wales sought advice from a leading Hepatologist 
about out of date data being used to establish the cut of points 
for non invasive tests for cirrhosis. It was confirmed that the 
EASL Tests were the most up to date tests and needs to be 
followed up by the Inquiry to establish what data is currently 
used. 
 
Many of our community will not see the end of the Inquiry and 
we again ask that a commitment is made on financial support 
and access to integrated medicine and therapies to improve 
quality of life.  
 
 
Haemophilia  
A new subcutaneous treatment Hemlibra for Haemophilia is 
now available in Wales. Dr Manan the new Haemophilia 
consultant for North Wales and Psychologist Kate Shakespeare 
have been appointed. A meeting for North Wales patients is 
being arranged in November.  Patients are continuing to 
experience problems with  accommodation issues and Cardiff 
and Swansea Haemophilia Centres and larger centres in each 
hospital are needed for patients. 
  
Action : Haemophilia Wales to write to Cardiff and Vale about 
the accommodation issue in Cardiff. 
 
Medical notes Haemophilia patients only: Social worker notes 
were previously held by Cardiff Local authority and are kept 
entirely separate to to Hospital medical notes. A process for 
subject access requests is being devised by Cardiff and Vale. 
Please contact us for more information  
 
Date of Next Meeting to be confirmed.  
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