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Please Note: The following report is CBC’s take on the Caxton
Foundation Partnership meeting and has not been agreed with any other
person and/or group that attended, therefore this report does not
represent an absolute account of the discussion (including context)
howevetr, it is a genuine attempt by CBC to reflect the discussion which
took place in the meeting on the day.

Caxton Foundation Partnership Group Meeting, 2 pm Tuesday 11" June 2013
at the National Council for Voluntary Organisations (NCVQ), Society Building,
8 All Saints Street, London, N1 9RL

In attendance were:-

Jan Barlow — CEO of Alliance House

Ann Lloyd — Chair of Caxton Foundation

Charles Lister — Chair of NWC (Caxton Foundation)
Chris James — CEO of Haemophilia Society

~ Co Chair Tainted Blood
i — Manor House Group/Deputy Chair Tainted Blood

Charles Gore was invited but was unable to attend. Ann Lloyd said that she
would be meeting him in a couple of weeks.

The meeting started with introductions. Interestingly, Charles Lister stated
that from 1999 — 2003 he worked in the role that Rowena Jecock currently
holds in the blood policy unit.

Ann Lloyd stated that she wanted a pro-active Partnership Group to help
develop policies and strategies for the future. AL also stated that she didn’t
feel that Caxton was working effectively yet, but there was a real need to have
a much greater dialogue with the partners such as the campaign groups and
the rest of the Caxton beneficiaries. AL also wants to reduce the bureaucracy
to the absolute minimum needed by the Caxton auditors and the DoH auditors
to enable Caxton to get the money.

i GRO-A  |asked if Caxton could put a business case forward to the DoH
for extra funding in the same way that the MFT do. AL stated that they have
to make a business case every year. AL said that Caxton have to justify the
resources they have been given and secondly have a business case. AL also
said that until 6 weeks ago, Caxton didn’t have a strategy and “without a
strategy you can't have a business case coming off the back of it.” AL
confirmed that Caxton now have a strategy they want to test with the
community more generally as they take it forward.
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AL said there could be 1600 people and 400 families that could possibly apply
to Caxton for grants and so far they have had 600 applications. Glenn
Wilkinson asked if the 400 quoted were part of the 1600 or if they were
looking at a potential of 2000 in total. AL confirmed it was a potential of 2000
in total although she confirmed that it was extremely difficult to get any
concrete evidence on the total numbers.

AL stated that Caxton were very concerned about the growing number of
people who were being affected by the changes to the welfare system (as
discussed at the recent APPG meeting) and was very concerned that at least
half the resource Caxton have been able to allocate so far has gone on debt
relief; these are the sort of issues Caxton are presenting in their business
case to the DoH. GW asked when the business case was going forward. AL
said that the DoH never consider a business case before November because
in turn the DoH don’t know until the January/February what their total
allocation is, so each Government depariment from November onwards starts
to look at the sorts of claims/requirements that are coming forward. AL said
that Caxton has a constant dialogue with DoH officials about what's coming
through Caxton’s Welfare Committee and about what their aims and
aspirations are, so that whatever Caxton put forward to them, it does not
come as a shock {o the DoH. | GRO-A asked if the DoH realise how
under-funded Caxton are to deal with the number of people coming forward.
AL responded by saying that she thinks that it is the MFT that have that
particular problem, but that is not the problem of Caxton at the moment, it
might well be in the future, but MFT is in a very different position from Caxton.

....................................
..................................

of carer's app!ymg at the same time as their husbands however Caxion are
saying to them that applications are dealt with on a ‘case by case’ basis and
as Caxton have limited funds. Caxton have to deal with widows first because
they have to live on a very low income because their husbands have
deceased. CL said that they were not (certainly at present) giving priority to
one group over the other and AL agreed with this.

up on this by commenting that the issue is !dentlfymg and gettmg hold of
everyone who is eligible and making sure that they are aware of Caxton AL

to get rid of paying people in ‘Argos vouchers AL said that Caxton have
done that. AL said that she had took that up with the Minister because she
felt that some people might wish to be paid in that way, but that AL felt very
strongly that people deserved to be treated with respect and honourably so
that's now gone. “The choice is there.”
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the income of the household and is therefore means tested? CL said that
Caxton ask people when submitting a grant application, o give information on
their income and expenditure. (This subject wasn't concluded, as AL wanted
to agree the aims and objectives of the group).

AL stated that she wanted ‘us’ to help Caxton to become a ‘more effective
organisation’, including help on ‘strategies and policy’. Glenn Wilkinson

months now we've been trying to get a meeting like this together.” | GRO-A |
asked if Caxton envisaged that it is going to be more stakeholders (i.e.
campaign groups etc) bringing information to them (as we are today) as
apposed to beneficiaries coming along to air their views (as happens with the
MFT). AL answered by saying that this is one of the things they wanted to
pose to us. AL said “in terms of membership, there are you in the room and
the Hep C Trust, but we would like to get a more effective feedback loop with
the rest of our beneficiaries so for anybody who is interested would it be
appropriate to invite them? Do we have this group or do we have separate

would represent the widows, someone who would represent the carers, you
could also then have someone who could represent whole blood, haemophilia
and someone who is co-infected, so it would be relatively a small group but
you could gain a lot more to go on with from two groups in that respect,
because you would get the feelings of one group but you would be having the

the problem we have because we were promised at one time by Anne Milton
that they were taking the whole bloods away from the Haemophilia community
because we are different in a big context, the way that we need care, we need
a lot more care than someone from whole blood that has been infected from
whole blood because of the problems we've been associated for many years
plus the other virus we've been exposed to which yet we still can’t prove that
we have, so therefore you wouldn’t appreciate from another group mixture
that they would put forward the greater need for our community. I'm not
saying that we take preference but | understand that we can prove a need for
greater need.”

feedback but at some point, the beneficiaries themselves would appreciate a
meeting where they can air their views.

i  GRO-A asked if there could be a wider group like the MFT Partnership
Group where anybody can go along. AL responded with “well, that would be
the forum.” Chris James asked if everybody is invited to the MFT Partnership

Group andi=esisaid that it is open to all beneficiaries and anybody can attend.

.........
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brmgmg about change but you tend to revisit the same issues again and again
without any apparent change and people tend to get put off by that and its
hard to maintain membership.

Glenn Wilkinson said he thought there was the danger that the whole bloods
would feel marginalised if there were separate groups, and that’s one thing
GW could definitely see coming from the whole blood people, “we need to
involve them in discussion.” GW said that this issue needed to be put to the
community as a whole to see what they think. Jan Barlow asked if GW
thought it would be more inclusive to have one group where anyone who was
a Caxton beneficiary could attend GW responded by saying that if there

iGRO-Aand | GRO-A | said, “no we're not talking about separate groups
GW said that the way the discussion was going it sounded like we were
having two separate groups. JB also appeared to think that's what was being
asked for, was two separate groups.

It was finally agreed that this group become extended to include

representatives of carers, widows, haemophiliacs and whole bloods..GRO-A!
asked if this would be at the same time or different meetings. AL said “no, we
will have the meetings at the same time.” Chris James said that it is difficult to
get groups to represent everyone. AL said that we could have a forum for
more general views. CJ said that from the forum you may get representatives
as individuals as apposed to being members of a group. GW asked if the
forum would be one physical meeting somewhere in the country once a year.
AL said that once a year we will have a forum open to everyone. GW clarified
that this would be a physical meeting, as apposed to an internet forum. AL
confirmed that it would be a physical meeting, and then there is the
Partnership Group with those important additions.

GW asked about the frequency of the mestings. AL said that it will be one
forum meeting involving everyone once a year (but it wasn’t clear what was
bemg suggested for the Partnership Group meetings). GRO A asked

frequency could be dependent upon how the Trust was runmng, and if i
wasn’t running as it should be, could we increase the frequency. AL
answered "l would like to _tg_ke that under communication if you don’'t mind,

because you can’t just....”{sroxi clarified with AL that it was twice a year for the
Partnership Group and once a year for the Forum.

AL said that she would like to aim the next Partnership Group meeting for
November but “we've got to ensure that the communication between those
times is effective.”

‘said they aim to do this by the beginning of December.
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Jan Barlow said that the biggest issue on the Caxton side isn't the money in
the way that it is with the Macfarlane, “our biggest issue as Ann said is how do
we go about trying to track down any other potential beneficiaries out there,
so they don’t need input about getting more money as that isn't Caxton’s
biggest challenge at the moment, it might be in the future if the potential 2000
come forward, then the chances are we would need more money, but at the
moment, more money isn't the challenge. Our biggest challenge is making
sure people are not slipping through the net.”

| GRO-A ' asked if the DoH could help in identifying these potential
beneficiaries. JB said that she has been talking to the department regarding
this. Caxton feel they have to try again to raise awareness and find other
ways of finding potential claimants via the Health Service, GPs, newspapers,
practice nurses etc. JB said it's probably easier to define those with
haemophilia who have Hep C. DT said that Charles Gore and the Hep C

meeting with Charles Gore. %____959_-_5 _____ iasked what steps Caxton were taking
to identify those Skipton stage 1’s/stage 2’s who have maybe moved and
Caxton were not able to locate - how many were there from that group. AL
responded by saying one of the problems is that Caxton can't access
Skipton s records. JB said, they can have access anonymously in terms of

those that have recelved stage 1..srorlasked if people could be traced through
their NI number. JB said that Caxton had looked at the Nl route but were told
they couldn’t do that because of data protection rules. | GRO-A  iasked
if the General Medical Council could help. AL said, no. JB said that there are
five entities that operate out of Alliance House and if they were in separate
locations around the Country it would be absolutely clear that they couldn’t
share information between those organisations but even though the five
organisations are together they have to be treated as separate organisations
regarding information sharing. Chris James asked when the Caxton
Foundation was first set up, if the Skipton Fund wrote to all of its beneficiaries.
AL said yes, and JB said that now, every time somebody receives a Skipton
payment they are told about Caxton. Charles Lister said that the difficulty was
those that had already received Skipton stage 1 and there hadn't been any
contact for a number of years. Glenn Wilkinson said that he didnt think the

____________

- issues contacting stage 2’s since the amount’s been ralsed {after the review).
CL also said that the problem was with the addresses for stage 1's as they
can be old and there may not be the same people living there, so there are
‘breach of confidentiality issues’ contacting people at their old address. CJ
said that the Haemophilia Society are very happy to do an article in the HQ
magazine if it is needed. CL said that another ‘hard to reach group’ were the
widows of partners who have had whole blood transfusion. CJ said it could
be the same for haemophilia widows as well, as not all were members of the
Haemophilia Society and won't be in contact with a Haemophilia centre. GW
said that Caxton seem to be short on numbers by a considerable margin and
asked if there was any danger that not knowing the full numbers of people
within the community it could stop people getting the help they need now.
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GW said, he asks the question specifically as he knew Caxton were looking at
the issue of possibly paying some sort of ongoing support to stage 1's who
dont get any sort of non discretionary payment and GW was told that one of
yetisreaisaid “you wouldn't delay support would you until you identify the whole
commumty"” AL said “no, no, we couldn’t possibly do that, it would be so
unfair.” GW said he was glad to hear it. JB said that the department was
aware that because of the gap in numbers (the potential numbers and the
numbers Caxton have at the moment) they had said that they would be open
to Caxton going back to talk about increasing funding, if suddenly throuqh the
exercise of advertising it did result in more people coming forward. {sroa: said
that there was no issue with money coming forward in that respect — he did
know that. | GRO-A asked what the maximum projections were “as you
hear silly figures of a hundred thousand”. AL seemed very surprised to hear
this. JB said that the anonymous data that was taken from the Skipton Fund
made vanous assumptions and projections it was about 1500 primary

was confirmed by CL i GRO-A i asked if the information was on the

.................................

website. CL said it wasn't listed explicitly.

GW asked if ‘we’ get to see a copy of the business strategy or is it strictly
between Caxton and the DoH. JB said “depends what it looks like to be
honest, what the assumptions in it are and the discussions with the
department really”. AL said that it wasn't a secret as far as she was
concerned. GW asked if ‘we’ could possibly see a copy. AL said “certainly
when we've gathered your views.” DT said with regards to the final decision
on that aspect, we can’t change anything in that, we appreciate that. AL said it
has to be utterly realistic and that in her experience you don't get anywhere by
playing the band on these things “you've got to have absolute realism and
that’'s what CGaxton will do.”

AL said that Glenn mentioned the legal status of, and membership of the
Caxton board, and said “this was all done before they got there.” JB followed
by saying that there had been some confusion about the ‘status of the board
of Caxton’. She explained that Caxton was set up as a Charity and for the
first x number of months (best part of a year) after it started operating was a
simple charity, and as JB understood there were issues raised about
individual trustee liability and as a result of that, the decision was taken to also
create a Limited Company before Caxton ‘was well'. JB explained that a lot of
charities have dual registration both with the Charity Commission and
Companies House, JB initially thought the same thing applied to Caxton, but
when JB looked into it further, it was only the Trustee Body that had been
registered as a Company, so technically, although “we internally refer to the
‘board’ as Trustees, they're actually company directors and it is the corporate
body called ‘Caxton Trustee Limited’ (which is the bit that is registered with
Companies House) which is a sole corporate trustee. So technically, we don’t
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have trustees, we have directors, but it's only the trustee board, not the whole
organisation that is registered with Companies House. So, we will probably
just through force of habit’ because everyone well, a lot of people were
appointed as Trustees, continue to refer to people as Trustees colloquially,
but actually the people who are on the board are technically ‘Board of
Directors’ but that incorporated body called ‘Caxton Trustee’ has to operate 1o
the Charities’ trust teed and has exactly the same responsibilities as if that
had never happened and they are still trustees. So this is actually a very
boring technical legalistic point that a lot of people won't even be remotely
interested in, but it was raised and we thought it was just useful to try and
clarify that.” AL said “it was all because of personal liability we understand,
but the Trustee Board (from my point of view) operates as Trustees but
against a good governance framework. We all remain unpaid, we all remain
as we would have been had this not come about, but it was about Trustees at
the time who were very concerned about their financial liability as at the time
they were going to move to new premises (it was before AL & JB's time)
which hasn’t happened, and we're quite content to stay where we are
because it would cost to move, so that's what happened.” JP asked if it
created a separation between the beneficiaries and the trust, for instance in
accountability. JB said she didn’t think it would make the slightest bit of
difference, as in all the charities JB has worked with before, they have had
dual incorporation so the Trustee is equal to the company directors and it
makes not a ‘blind bit of difference’. AL said “and the trustees as appointed
have been appointed as Charity Trustees and are responsible.” JB said
“although legally they're not trustees, legally they’re company directors who
are registered with Companies House”. AL said “it's extremely boring”. JB
said that if we looked on the Charities Commission website, the Trustee of the

Caxton could not overspend as they don’t hold reserves, but gave an example
of signing a contract for a lease for however many thousands of pounds, if it
was signed as an individual and something were to go wrong, potentially that
liability could come back on ‘you as an individual. GW addressed AL and
said “so technically you are a company director, not a trustee, but you're
calling yourself a trustee?” and AL replied “yes”. JB said “yes, just colloquially
as everyone started as trustees, it's difficult to get out of the habit, of people
calling themselves trustees.” GW asked if the information on the Charities
Commission website was going to change and both AL and JB said that this is
now changed. JB said that “it was a complete ‘oversight’ that hadn’t been
done, but obviously it was from May last year, | wasn't here at the time but as
soon we were aware that needed updating we did it, and if you go on the
Charities Commission website now it says Caxton Trustee Limited, not the
individual people.”

AL said that additionally in terms of membership, they were working with the

said that he had an issue with that, and said that “we want a foot in the camp
as well because they wouldn'’t best serve our interest, someone who has been
infected from whole blood.” JP said that it depended on who they were talking
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about, is essentially a mono infected hep ¢ whole blood person with that sort
of prospective or whether it was somebody who would also have haemophilia
on top of that, that would understand the multiple contaminant angle as well

because the Hep C trust were awarded the money for counselling, many
people didn't come forward, because they felt the Hep C trust didn’t represent

them srenithought the Haemophilia Society should have been awarded monies

..........

for counselling because they could best serve the needs of those with a

said “it was fair to say that in the past we've seen the Hep C trust make their
own way in terms of how they meet and make representations and that hasn’t

challenged the Minister on that issue and she had to admit and so did the
expert group there was no consideration taken for the haemophilia community
on the way the virus affects our community. “All the research was done on
the general public including alcoholics, drug addicts and people like that.
Therefore the Minister accepts now that there is g difference between us
that's why we are still pushing for a separation.” isroaisaid “we raised that
concern with the Minister when it was first announced that we didn’t think
people would go to the Hep C Trust and we came out of that meeting
agreeing that we put a concerted effort in to encourage people to do that,
which we did, and we're still not seeing people, people are put off the fact that
they are not_‘haemophilia’ orientated and they do not understand the

community.” icro-aisaid that Rowena (Jecock) accepts that fact as well, “it's a

____________________

“Thank you on that, but | think its really important that we do have somebody
who complements and completes our ‘board’ who is coming with that sort of
skill-set and knowledge, its important.”

GW asked if there were any plans to have a ‘user trustee’ or user trustees on
the board of Caxton to create a ‘read across’ between the MFT and Caxton
“‘because we feel it is very much needed.” Charles Lister said when they are
looking for someone who is living with HCV to be on the board (that person
may or may not be a ‘user’) the difficulty for any ‘user’ would be the conflict of
interest issue and if a ‘user’ did apply to be a Trustee, then part of the
consideration going through the interview process would need to be how that
individual would deal with any potential ‘conflicts of interest’ if they were a
beneficiary of the charity. GW said that the MFT manage it and GW
understood that the MFT had 3 user trustees. CJ said, “no, they have 3
trustees appointed by the Society as part of the Government’s process, but
“we don’t necessarily choose 3 ‘users’ to be on it.” The Society makes the
decision based on people coming forward and makes the appointment, and
CJ thought that even with that there are probably issues in terms of
appropriateness etc and it is something that test’s the Society’s board when
they are making those decisions as well so you have to be very careful about
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how you do it, and that one of the issues about choosing a board is that what
you want is the skills and experience to actually govern the organisation. CJ
said he gets slightly worried when he hears the word ‘representation’ when it
comes to a board because actually “the board are there to govern the
organisation.” CJ said that he knows where GW is coming from and the
Society do appoint user trustees to MFT and have done for a number of
years, but it doesn't necessarily have to be a ‘user’. CJ also said the Society
do have one person who is a beneficiary of the MFT, but the other two dont
have to be. GW said that at the moment “we don’t have any ‘user trustees’ on
the board of Caxton.” JB did say that she was aware in the past of a ‘user
trustee’ of MFT resigning because they found issues about conflicts of interest
so challenging they couldn’t reconcile their responsibilities to the organisation
(if you like) with their own issues, and JB thought there was more than 1
person who had stood down because it was a challenge for them personally.
JB said “that the way the Caxton board was going, is to recruit someone who
has experience of ‘living’ with HCV and kind of take it from there, and its still
early days really, with the board already quite large, so we have to take it from
there.” GW asked if the person they intend taking on will have experience of
living themselves with Hepatitis C. Both JB and AL confirmed that they would.
CL also said that this is what the board lacks at the moment.isreal commented
that it would a sensible thing to do in relation to the people Caxton are looking
after, because at least they'll know that there is somebody there that has
some common knowledge. AL said that “Caxton have Howard (Thomas) who
comes at it from a medical point of view so understands the research and
developments and that's important, and he adds real value to the board, and
Caxton felt, that this was an absence.”

AL said regarding the ‘Mission, Vision and Values', that they have had their
first meeting as a board about Caxton’s strategy, our vision, and they have
prepared a very, very early draft. One of the things the board was thinking
about is that they wanted “everyone who had been affected by Hep C derived
from the NHS to be able to live a positive, fulfilling and independent life. And
to identify those that would benefit from ‘our assistance and work with them to
improve the quality of their lives, and those are the core values and to make
sure that Caxton has much better communication, effective intervention and
help, and ensuring that Caxton are well and appropriately resourced, and
these are the principles on which our business case will be developed over
the next 18 months.” AL said that she would like to have our comments on
this. iero4! said that the applications are taking far too long and that the trustees
should be meeting on a more regular basis. ! GRO-A ' said that the
problem appeared to be with the NWC, and that they're only sitting every 4 —
6 weeks. GW confirmed that originally it was 4 — 6 weeks, but this changed to
6 — 8 weeks and that when CBC met with Martin Harvey last July, we
expressed our concern at the increase and was told that this would only be a
temporary thing, and that he would take it back to the board, but nothing has
changed. GW said you can be looking upto 3 months for a single application

people have got to go through so they can do that and the ‘goalposts’ aren’t
changed (because I'm hearing stories of people doing things and then
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changing things that they need, to qualify)isrei also asked if some levels of
support could be approved at office level, to speed up the process. JP also
said what was coming through ‘loud and clear’ (and | am sure you will want to
address this) is the attitude of the staff, it maybe frustrations and so on, but
we really do need to see more empathy and passion coming through. AL
agreed and said "absolutely”. GW said that it wasn't just the staff as GW had
made several attempts to contact Ann Lloyd and Jan Barlow, but doesn’t

the problems that the Caxton registrants have had this last year, and the
feedback CBC have had, has been absolutely terrible, therefore why haven’t
Caxton ‘read across’ some of the policies and procedures that the MFT use
because surely that is what the Government intended for a ‘read across’ in

many cases of the MFT. EGRO-AES&id it seems the processes are very long-
winded and taking a very I6fg fime and the stress that it is causing people is
terrible. GW said the 2 major issues are, communication is a massive issue

(or the lack of it) and these delays in the application process.

AL asked Charles Lister to explain what the NWC are trying to do. CL
explained that the Welfare Committee meets every 6 weeks but they do have
a set of guidelines for the office about grants that can be approved by the
office without reference to trustees. They have iried to make it as
comprehensive a list of guidelines as possible and it is reviewed regularly at
Welfare committee meetings to make sure its current and doing what they
want to do, and guite often the staff suggest things that could be added, so
that should improve ‘turnaround time’ in a lot of cases. The other thing they
do is they deal with a lot of cases by email in between the physical mestings
so if cases are urgent, they come to us via email and the Trustees will
normally respond to those within a ‘day or two’. CL said as far as meeting
every 6 weeks is concerned (it is normally every 6 weeks rather than every 8
weeks), bearing in mind that the same team that is putting the paperwork
through to the NWC is also putting the paperwork through to the MFT’s
committee. The 6 week interval seemed to be a reasonable sort of
‘compromise’ on consideration by the Trustees of those fewer applications

_____________

asked if they are they being paid for Caxton work. Jan Barlow explained there
are 11 staff (not all full time) who work for all 5 organisations; across Caxton
and Macfarlane there are 5 staff in addition to JB who do everything for both,
and there was an agreement with the DoH saying, of these different staff, x
proportion of their time will be used on Caxton, Macfarlane, Skipton, MFET,
Eileen, so when you kind of aggregate all the percentages, you're left with §
staff doing everything for Caxton, Macfarlane. JB said they can’t breakdown
exactly how much time is spent on each because they don’t do a ‘time and
motion’ study. JB said that the 5§ staff are doing Finance, IT, all the backroom
functions and on the Macfarlane side they are processing all the discretionary
payments, they are doing 2 rounds of grant commitiee’s every 6 weeks, and
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its kind of not an excuse because there are things within what they are
already doing, that they need to be doing better. JB said she spends a lot of

raised this issue at the recent APPG meeting and asked if it was about ‘bad
practice and bad equipment’ or is it about ‘lack of resources’. JB said that it
was about both because the depariment’s been very clear because they have
‘capped’ the number of staff they are allowed to have. GW commented that it
seemed quite odd that they are not restricting the amount of money they can
have to run Caxton, but they are restricting the amount of staff, so one way or
another the department are stopping (with the delays in applications) people
getting the help that they need. AL said that Caxton need to make the most
effective and efficient use of the ‘cap’ that they have to work with. AL said
that JB has been doing a review of the skills, competence, capabilities needed
to improve our situation, because it is too slow, too bureaucratic. JB also said
that as the staff have been at Alliance House for a long time only dealing with
MFT issues, there is a ‘mindset’ change, which needs to go. JB also said that
she is aware that some of the people that answer the phone aren’t as polite
as they might be and that JB is addressing the issue, but can’t say too much
about that at the moment.

JB also mentioned thatise4 had raised the issue of providing comprehensive
benefits advice during the recent APPG meeting. JB said, “if we were to do
that in a comprehensive way by employing a full time member of staff, the fact
is, the department are not going to give it to us so we're kind of stuck in this
‘how much are they prepared to spend on the kind of support that people
want, so going forward that is part of Caxton business case, and if the
department don’'t want to give ‘that to us’, we can’t go elsewhere for money

........
.........

to employ somebody full time. JB said that its not costing as much as it would
having somebody in-house, and also the expertise that Neil has, you would
have to pay an awful lot of money to have that in-house. JB said it's a
challenge, but if someone said “here’s a blank chequebook what would you
do? we would probably have a benefits adviser, an in-house debt adviser, we
might have a surveyor because one of our issues, almost second to the debt
issues are property issues, so to give people that support — | could go on with
the number of additional things that we could do, but we can’t do them without
the money to do them, because the absolute ‘bread and butter’ (certainly on
the Caxton side) is the grants — because that is the way we support people,
and on Macfarlane its grants and discretionary ‘top ups’ so were kind of stuck

the means to be able to provide these sorts of services but equally the
department haven’t provided the Haemophila Society with the means to
provide the sorts of things they used to be able to do. JB said she shares our
frustrations (on a daily basis) in terms of those things that Caxton could easily
provide if they had the resources to do it, but at the moment they don't so
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can't do much with our concerns, apart from raise them with the department in
terms of funding. GW said that as individuals when we lobby our MP’s that is

with DoH officials this is something we can raise as a group. | ____ GRO-A |
said that “there isn't enough staff and Caxton haven’t got the finances to
provide enough staff. GW — they’ve put a ‘cap’ on you, stopping you. CJ said
“the Society would do what it can to work with Caxton, MFT and the benefits
support (Nigel Pegram) in order to provide that and we have got his expertise

that we can use, but he is quite limited with his work wr[h the society.”jsos: said

the legislation and the specific rules from the capability questionnaire’s and so
on, if you can add into that the expertise of haemophiliacs and what they
found relevant, there should be a way of producing something which isn't
going to cost very much and which is there for everybody to read. JB said
she thinks that Neil Bateman's greatest strength is his legal background and
he has had an enormous amount of success challenging decisions so for

be more success in successful decisions in the first place preventing people
having to go to tribunals to challenge the decision. Jan Barlow said that that
goes back to the discussion that was had in the recent APPG meeting with
the DWP. JB said that Neil and herself were going to see James Bolton
(DWP) in a couple of weeks to talk about and follow up those themes brought
up in the APPG about whether there are any kind of things we could do
across the community to spare people from constant reassessments, when
people made the point that they were ‘retired’ from work on the grounds of ill
health and there’s no chance that people are going to get better from this, so
what's the point of these constant reassessments. JB and Neil are going to
talk to James about things like that and hope that ‘we might make some
headway’ but cbviously some of it is down to individual local authorities, so
lobbying at National level on a lot of things is not going to work anymore
unfortunately.

____________________________________

they can't possibly afforcl’?grgg_e_ said that there was a problem as a carer of a

haemophiliac she can't say exactly when she would be able to take a holiday
because as the carer of a haemophiliac the holiday might have to be

asked if it would be better to give the carers of haemophiliacs a set amount ol
money at the beginning of the year for holidays, pamper days, or to go to the
cinema, or whatever, “but we have to do it when we can, we cannot plan

anything.” iscoi also said “as carer's of haemophiliacs we cannot tell you from

one day to the next what we are going to be able to do” and said that it would
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save Caxton a lot of bureaucracy if they made one payment to the carers and
then the carers sent in the receipts “if and when they get them and any
finances that are left they'd have fo agree to return it.”  Charles Lister said
that Caxton certainly funded respite breaks for carers and there would be
nothing 1o s‘top them (and he was sure they had done) agreeing this for a
can claim it. isroa; -+ made the point again that she couldn’t say exactly when the
break would be taken and sometimes the break might have to be taken at
short notice, so would need the money there and ready for when her husband
is well enough to do these things JB said “we can do that under the changes
suppllers are paid direct if youicro-A} were to apply for a grant for a respite
break and you'd decided when its possible for you to go ‘I'm going to go fo
that place for this number of days costing this amount of money’. If you
applied for it on that basis we could release the money {o you and you 'd have
problem in that case.” isroa agked what would happen if she couldn't go for 6
months, 9 months, 12 months. JB responded by saying “you’d still have that
money.” AL said “because the grant had been given — it's not time limited.”
ioroai said that if she had told Caxton she wanted a week in Wales (for example)
but wasnt able to manage a full week, would day break’s be acceptable
because she had already asked for a week Al said * yes as long as you've

income or on “our carer's allowance.” CL said that he didn't think income
would make any difference if you were a carer. AL said "l don't think it's an

issue.” isroal asked the questlon “then why are we asked to send in all our

husbanc}mé_beneflt details.” This question was not answered at that point.

that the prewous Minister also said this 12 — 18 months before. GW sald that
Anna Soubry said she had seen the forms and that she was “less than
impressed.” (AL said “yes, that's right). GW then went on to say that Anna
Soubry was meeting with Caxton to discuss it however, GW said that he is
aware that people are still receiving the same forms, and they're exactly the
same. GW asked if anything had changed. JB said that essentially there
were two issues, one is that when Caxton was originally set up because they
didn't know how many people were going to come forward, Caxton didn’t
know whether or not they would have to means test the support they gave,
because the first charitable filter is ‘iliness and disability’ so everyone’s equally
been infected even though the impact may be different on different people.
The next filter is ‘financial need’ because when you are trying to assess how
you spend charitable money then you may have to put some filters on it. At
the beginning, because Caxton wasn’t sure whether it was going to have to
means test the grants and the support it gave, it asked for a similar level of
financial information as the Macfarlane Trust does and what has happened
over the course of the first 18 months, Caxton have seen that they are not yet
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in a position where they are having to really means test support. JB gave the
example of where the beneficiaries received the winter fuel payment which
wasn't means tested, but on the Macfarlane side that’'s graded for levels of
income, because of the financial constraints. JB said it was one of the first
observations she made when she joined “if we're not means testing any of
this stuff why are we asking for an annual census that asks for that
information because we don’t use it o assess things like winter fuel payments
$0 we've already agreed that any annual census at this point in time will only
ask for basic details because we need to keep your information on file so that
we can inform you about what's going on and invite people to events, all that
kind of stuff, but we don’t need all that detailed information as part of an
annual census. When it comes to grant support through the NWC on the
whole we are also not making our decisions about whether we give people
support on people’s level of income however the biggest thing that has come
out of getting the ‘income and expenditure’ information from the grant process
is that what it has done (in probably the majority of cases) is its flagged up
that people have a lot of underlying financial problems that asking for a grant
is just a symptom of. For example, someone might ask for support with
something very specific because they can’t afford it and it reveals that they
are paying so much back (say on credit card debt) they can barely keep their
‘income and expenditure’ ticking over from month to month. If we didn’t ask
for that income and expenditure information, we wouldn't get that information
and what we've been able to do as a result of having that, is we've been able
to get people debt advice; we've been able to get people’s debt written off,
we've been able to get referrals to benefits and get decisions challenged
which we wouldn’t have been able o do if we hadn't had that information; so
at the moment we think it would be the right thing to do to continue to get that
income and expenditure information from people when we are looking at
grants, simply because our experience is that that throws up a whole load of
other areas where we have been able to give people a lot more support which
people themselves might not identify or maybe a little bit embarrassed to ask.”
JB also said “it's still quite intrusive, we appreciate that being asked to send
all that paperwork must be very, very difficult for people.” JB said that the
general principal is that Caxton don't want to ask for information they don’t
use. JB then said “the census we'll move away from it; for the time being in
relation to the grants because it gives us so many insights to other things

now.” isro4i said that as a carer why does she have to supply her husband’s
income when she only has her income from the Carers Allowance as she is
an individual. JB said that the decision was that it should be about household
income.icro4i asked even though they_were on state benefits its still about
household income? JB said "“yes”. lsroalgaid that there were lots of anomalies
that creep into this as a partner might be on a good income, or have had to
reduce their hours, but are still over the threshold that Caxton consider to be
‘needy’. CL said that at the very beginning of Caxton they locked at how
many beneficiaries might come forward and what the demand might be on the
resources Caxton had and they took a fairly cautious approach to begin with
and part of that was thinking that Caxton would focus support on those with
the lowest incomes and that's were the £14,000 figure came in, because

that's the Government’s official poverty line. CL said that Caxion haven't
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actually used that in their decision making for quite some time.isro-Aisaid that
there was also an issue which was raised in the meeting with Anna Soubry
last November that the poverty line used or applied is wrong because it
doesn't relate to people with disabilities. AL said “But we're not applying it, |

think we need to make that very clear on the website." sroalalso asked that the
things that have been addressed, are they being widely advertised to the
beneficiaries because if they don’t know its there then they are not going to
apply and its acting like a filter. AL agreed and said that it was so important
for Caxton to fully ensure that they do have effective contact with the
beneficiary community. |

the internet. AL said I understand that | don’t just mean the website.” [eroal

-Aialso said that her
husband wouldn't know, or she wouldn't know what sort of things they could
apply for, they wouldn't even know if funeral expenses are covered and if it is,
would that just be for the Hep C victim or for the Hep C victim and his partner,
because they can't get insurance and that its not just the victim, the partners

same lines as the MFT, as an MFT wrdow has ongoing monies paid to her
when her partner’s deceased and as such all monies are made up to a certain
amount but that doesn’t happen with Caxton When the recipient of Caxton

she was taking on, but no she didn't expect what was to come.”isro! said he

told government that they had a moral duty to treat widows and partners of

some issues, par’ucu!arly with co-infection issues and so on where you may
need to be able to respond to a disproportionate type of parity; you get issues
in co-infection you don’'t get in mono infection, but equally there are some
things where you should see a parity in the support framework for widows and

things that should be addressed and we should be able to see some sort of
relationship there. isroaisaid that it would provide a better working relationship
for Caxton as well where everything is more straightforward. JB said that it is
a ‘huge challenge’ as (she is) the one person in the room that works across
both, as in the Macfarlane side the bulk of the money that the Macfarlane gets
goes to regular payments and on Caxton side it only makes grant payments.
JB also said that “the people who don't get the regular payments that
Macfarlane get, on the Caxton side think that’s unfair and on the Macfarlane
side look across at Caxton and go “well you don’t get means tested, you get
across the board winter fuel payments.” JB said that there are pro’s and con’s
both ways and thinks that the biggest challenge is that the Macfarlane Trust
has been running for 25 years and a lot of what it does and the ways in which
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it supports people, are completely imbedded in the historical way of doing
things which (JB was sure) MFT beneficiaries would (if Macfarlane wanted to
create parity with Caxton by doing away with regular payments and all it was
going to have was a grant system) there would be outcries from the MFT
community about removing discretionary top up payments and so it's a real
challenge simply because of the histories and the policies that have
developed and the expectation put upon Caxton was that it would be a grant

making trust. isroai said that Caxton’s loyalties should lie with people that they
serve. JB said that it comes back to the fact that if one was in Newcastle and
one was in Exeter ... AL said “its got to be absolutely clear what support we
are able to do and not via the internet solely, but make it very clear what the
limits of our authority are at the moment and to glean from ‘you’ (not a
shopping list, | don’t want any shopping lists) what would be a positive benefit

and you've raised the issue of widows/partners and the way they are

bond as our husband’s can.” AL replied “yes we've already granted those.”
iroaigsked for clarification if this was for the carers as well as for the husbands.
AL and CL both said “l don't see why not.” isoaisaid that she had been told by
Anne Milton by letter via her MP that the Skipton Fund money is solely for the

leaving the widow with nothing. isre4ithen said that this is why we campaign for

..........

widows because they would then have to go ‘cap in hand'.

Caxton are going to have with the DWP. sroa!stressed that they ‘drop him a
line’ as he would do an excellent job (regarding benefits and he has attended
tribunals). JB said that she talks to Mark all the time.

GW asked if Caxton have any plans to 'lift people out poverty such as widows,
stage 1's; people that you can see who are receiving very very little. GW said
there is a lift up to £19,000 threshold for widows on the MFT. GW made the
point that if there is no restriction regarding finance for Caxton then surely the
DoH should be funding that. CL said that there was no restriction subject to
Caxton putting in a business case, but it's having a business case accepted.
CL said that one of the things Caxton were conscious of on the Welfare
committee is that there are a number of people who come to them for ‘one off’
grants or a series of grants who are 'living hand to mouth pretty much’ and
sometimes it feels like just giving them a grant for a new fridge is insufficient.
GW agreed. CL said there was a question about what Caxton can do there
within the scope of how Caxton have been established and that is something
they are going to be looking at as a board. CL said that Caxton will be
wanting to look at a number of options. AL said that they will be looking at a
number of case studies and have started discussing this. GW asked what
Caxton class as the poverty threshold for beneficiaries. GW said that he
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assumed it was £19,000 for MFT as they have topped the widows’ income up
to £19,000 for the MFT, therefore is it the same for Caxton. AL said that they
haven't discussed the poverty levels for Caxton yet. JB said that it was
important to say that whatever Caxton did, they would not be looking to
recreate the kind of discretionary top up system that operates from
Macfarlane and JB didn’t think that Caxton would get the Depariment’s
support to do it even if Caxton were to suggest that, so what they would be
looking at is how they can give those people (as CL said) who look as though
for particular periods of time are living almost ‘hand to mouth’, how Caxton
can support those through that period by giving additional support to make
sure they are accessing all the benefits they can or by giving them money
management advice (but it would not be anything like the Macfarlane
discretionary system). GW said that it was a ‘massive anomaly’. AL then said
that is one of issues about how Caxton have been set up. JB then said “that’s
what we have to live with.” GW said that that is what can be put forward as a
business case to ask for Caxton beneficiaries to be lifted out of poverty. JB
said, when Caxton was set up the Department made it very clear that it was to
be a discretionary grant making trust so they would not support the use of the
money in that way. AL said Caxton have got to look at the anomalies (not the
anomalies between the organisations), but the cases that Caxton are getting
through and how best those problems can be alleviated, that's what were
doing. CL said that there needs to be a balance somewhere but what CL
doesn’t want to end up with is, in the same way that MFT doesn’t have the
flexibility that Caxton have, to give some of the types of grants that Caxton do

essentlally what Caxton are doing now. MFT were set up and providing
grants and were seeing the same sorts of things, people were in debt and
basically, a Iittle ongoing support actually helped and got them out of

helped to offset the need for repeat apphcatsons lsroa! also made the point that
some people apply for assistance from Caxion but there are also a lot of other
people out there who won't approach Caxton because they don’t want to be
seen as begging or they find the process off-putting, so to reach those people,
Caxton need to make the grant system either very easily accessible or find

humlllatlng

GRO-A ‘asked if would be possible for Caxton fo make a business

isroat ggked if it would be possible in the busmess case Caxton are under’takmg,
to include a case for making for regular payments for people. GW added, ‘as
a lift out of poverty’. Chris James said that to do that the application evidence
is needed for the business case. GW said that there is ‘a mountain of
evidence and if the effort is made, a case could be put forward’. AL said that
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the issue is being seriously discussed. CL said that he thinks this is
something that Caxton need to continue looking at as a ‘board’ but as AL said,

__________________________________

1 who are ill who will never, ever get to stage 2.isroaisaid that with some of the
newer medications, they are helping the medical situation a little, but instead
of ‘curing’ people as they keep bandying this term around, it's not really a cure
because the people have lived with these diseases for so long if's creating a
lot of protracted disability and illness instead. AL said that Caxton appreciate
that. GW read the following from last year’s Caxton accounts, which he found
quite a worrying statement...

“HCV can be cleared either through treatment or (very rarely in the
chronic stage) naturally, with a success rate of freatment, for those not
co-infected with HIV, in the range of 40% to 80% (depending on
genotype); it is probable that many of those who have cleared the virus
will not have needs that are suitable for charitable relief.”

GW made the point that this statement makes the assumption that once

can move into stage 2, years later having ‘cleared’ the virus. GW said that the
compounded effects of the virus and treatment and various things has been
horrific.isro-a! said that he had asked this at the meeting in November last year,
he asked if the experts looked at the people who ‘cleared’ the virus on
treatment, because they have never taken into consideration, the long-term
effects of having these poisons such as interferon put into them. GW made
the point that Professor Howard Thomas is on “you tube” saying a similar
thing and that worried GW because as Professor Howard Thomas is a
Trustee on the Caxton Foundation, if he is of that mindset of people who
‘clear’ the virus, then what hope have we got. GW also thought that some of
the information that Professor Howard Thomas has given Caxton is ‘flawed’.
GW said that he has tried on many, many occasions to speak with HT and he
just blanks every attempt GW makes to contact him.ics4! said that there was a
discrepancy between the way that Skipton are looking at evidence in the way
that it's potential being applied to Caxton. Skipton took on a review
themselves and accepted evidence which shows people who have been
infected with Hepatitis C if they’re in the haemophilia population, co infected

evidence was used and there is a paper that had been produced from that,
and that is what is being accepted; Skipton are applying it for estate claims
where people haven't got evidence but they do know that they were given
NHS products so Skipton can say ‘fairly categorically’ this person will have

‘ourselves’ where most haemophiliacs have been living with the infection
{(even before they were treated and ‘cleared’ it, if they were able to) for maybe
30/40 years, so they're well over that 16 year period. And in fact probably a
lot of the whole bloods that you come across are well over that 32 year period
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as well, so to say they have gone through treatment and ‘cleared’ it and
everything is rosy now, isn't supported by the evidence that is out there. AL
said that it was very helpful actually.
GW wanted to come back to the pointi
the office guidelines and about knowing what people can claim for. GW said
he knew for a fact that Caxton have office guidelines (AL confirmed this)
together with amounts put against each of them so is very clear what can be
claimed for, but the problem is that the community don't have a clue what they
can claim for including amounts. GW said that when CBC met with Martin
Harvey last July, Martin Harvey said that he would take our request back to
the trustees and ask if the office guidelines could be posted on the Caxton
website, but it never happened, and CBC have been asking consistently
through questions backwards and forward, again with no information. GW
asked “can we have a firm commitment today that those office guidelines will
be posted on the Caxton Foundation website so people can know what to
claim for, because | think its important, because people don't have a clue
what they can claim for.” Charles Lister said that he thought it was important
that people were aware of the kind of things they can claim for, the guidelines
for the office are simply there to indicate the financial limits that the office
have before an application goes to the Trustees, but CL didn’t think it was
necessarily appropriate to publish the guidelines with those amounts in
because that's misleading as beneficiaries could apply for more than that
potentially and be successful depending on your case or less and CL wouldn™
want to influence the amounts that people think they can claim, but he didn’t
see why Caxton shouldn’t give out information about the kind of things
beneficiaries can claim for. AL said she thought that was only reasonable.
GW said that regarding the amounts, he was not aware of anybody that has
gone over the amounts, in fact the office have to stick strictly to those
amounts as maximums within the office guidelines. CL said that the point of
the guidelines was that if somebody asks for something more than the office
can agree to under the delegated limits, then it has to come to the Trustees,
that's the purpose of them. GW said that he understood that. AL said that the
principal was that Caxton need to make sure the people who can benefit,
understands the sorts of things that they can claim for and she thought that

was very reasonable and should go on the website. |  GRO-A_ imade the
point that if she hadn't been at the meeting today, she would be totally
unaware of the funeral allowance. CL said that there were also things that
automatically come to the Trustees that aren't mentioned on the office
guidelines for example Caxton provide support for people who are going
through treatment and facing the extra cost of treatment, loss of income etc.
GW asked if Caxton make any consideration for people who have completely
lost their jobs because of these viruses as they have a massive drop in
income also. CL said that when Caxton are looking at the issue discussed
earlier about people who are having difficulty making ends meet and having to
address that need, it comes into that really because there are people who
have lost their jobs have suffered really severe drops in income and that's
also where a lot of debt problems have come in. CL then said that what
Caxton want to do is help people get out of any debt spiral that they are in
because if they've got a lot of financial commitments that their income can't
meet any longer and often debt has become the only way of getting around
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that, and that is something Caxton need to help to support people through.
GW said for those on treatment Caxton pay £750 per month for loss of
income etc, and whilst that's to be applauded, equally people who are no
longer able to work have also suffered a massive drop in income and for
those people. i asked how the £750 figure was arrived at because some
people’s salaries would have dropped dramatically and should it not be fine
tuned more towards loss. CL said that Caxton are trying to get a balance
between avoiding too much means testing and additional requests for
information; Caxton looked at one recently and to get the information would
have been far too intrusive. JB said that it could have compromised other
areas of their life. CL said that Caxton arrive at a figure which they felt might
be a reasonable and affordable amount that would make a difference to
individuals. GW said that he supposed a line had to be drawn somewhere but
at the end of the day we've got one group of people who are being helped to a
certain degree but people who are no able to work are not being helped to
that same degree. CL said that the reason for helping people though
treatment is that Caxton didn't want people not to go in for treatment for
financial reasons as that is one thing they specifically wanted to avoid. CL
said that sadly there are people who can’'t work any longer, (there are a fair
few people) and went on to say that he didn’'t see Caxton in a position to
being able to help them back to the salary and income level they were on
previously, but CL realises they are facing immediate financial difficulties that
Caxton do need to help with.

isrol gaid that perhaps alongside these office guidelines which you agreed
should be available to everyone, can we agree that Caxton will fry to hammer
down some sort of timeline as well, when people can expect to get dealt with.
It was talked about earlier about the committee meeting once every month to
6 weeks. GW said it says 6 — 8 weeks on the website. CL said that it is every

6 weeks.isro4i said that hopefully the majority of cases will get dealt with, but
where there are problems that result from those that need further action can
we encourage Caxton to look at ways they deal with those specific cases
more frequently. CL said that they already do because the members of the
Welfare Committee get regular requests to make decisions via email from the
office. AL said that if it was for a specific amount then she has {o deal with it
and said she deals with it immediately. CL said that there are cases that are
urgent that don’t wait for a Welfare committee meeting. AL said that as a step
1, people should have some idea about how long it might take which AL
thinks that again, this is reasonable. JB said that one of the things they have
been talking about in the office and which GW raised a while ago about the
application process (census forms) and putting them on the website,
alongside doing that they have been talking about whether Caxton could
actually write a small application process with a checklist of things that people
need to submit, because JB thought that sometimes it is not quite clear
enough as well, and it could be published on the website as well so that
people know if they want some work doing to their house or boiler, that
Caxton need x number of quotes, and if they only send 1, then it can’t go
forward because it has to be that number of things. JB said that Caxton have
been looking at how they can bring all those things together and JB thinks if
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they are in a position to work out and give an indication of the kinds of support
Caxton can give without going as far as publishing the guidelines which
Charles said might be misleading, then Caxton could have a much more
detailed set of information about what people can apply for and how do to it,
on the website; although it still needs a bit of work, this is something they
have already been talking about doing. GW said that he would also tag onto
that the dates of the sittings of the NWC as they have never been put on the
website, and again this is something CBC raised with Martin Harvey almost a
year ago, with a commitment from him that he would take it back to the
Trustees but it never happened. JB said that it was a problem because most
grant making trusts will tell you when their next grant application is going to
be. GW said “so that can go on the website then.” AL said “because it needs
to be as transparent as possible {o people.”

GW said, going back to the issue of unemployment, of the 400 that Caxton
have so far, do Caxion know what the unemployment rates are within that
group, is there percentage. JB and CL said that there is, but couldn’t say
what it was off the top of their heads. JB said that there are lots of people that
are in work though. GW said that if that was the case, then there aren't that
many people who have been made unemployed, so potentially Caxton could
made ongoing payments those that been made unemployed. AL said that
Caxton need to think about it and JB said that they can’t commit to it, and that
one of the real things that AL read out earlier in terms of the ‘vision, mission
and values’ that one of the things that Caxton are really trying to do is support
people into independence, and what Caxton are trying to do is give people the
means by which to move on from the situation that they are in and so its not
the kind of discretionary regular payments that people are familiar with on the
Macfarlane side. JB thought that Caxton really need to be clear about that.
GW said that it sounds like Caxton want to create a situation where they
encourage people not to be claiming from Caxton, the fact is that Government
have caused these infections, people are in this situation and are facing a
whole host of problems and they have ongoing needs, they are dependent
and that's not their fault. JB said that there are equally a lot of people that
they hear from who would rather not have anything to do with Caxton and just
go to them for support when they need it and want that support and help at
that time, but want to be able to move on from it and with those cases, that is
what Caxton want to do to support people in that. AL said that the whole
issue of dependency is something that is in need of a discussion. CL agreed
with AL and said that it was clear that some people are not going to get out of
the SItuatlon they're in, they are not going to get greater independence

struggle tremendously, and although people are brave and resilient, they can't
maybe afford to trim down their hours to have some guality of life outside of
work. o4l also made the point, what do you do, carry on working and live for
_12 months or do you stop working and live a bit longer — that wasn’t a choice.
o4l also made the point that people can’t afford some of the most basic things

;n hfe and GW said that this dependency has been created by Government
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sroaiwanted to know how long it took from a request of a home visit

before it would take place. JB said it depended on how urgent it was and how
many other requests had been made, but would hope a few weeks, but i

invasion, if Caxton are sending people out to check on what they've got. JB
said that some people ask for a home visit however CL said that there have
been occasions where the Welfare committee have thought a home visit
would be a good idea but the person has to consent and are given the option.
ieroai asked how long JB/AL/CL thought it would be before the Caxton
Foundation is running smoothly. AL said that it depended on who defines
‘smooth’ but she would certainly hope by the end of the current financial year.
Al also said that she has a new set of Trustees (about 5 trustees as well) so
there are 6 us brand new (including AL) as well as the ‘core’ of people who
are left and they are quite clear at the moment about what their immediate
priorities are. AL said that it was a vital thing to identify their potential
beneficiaries and to communicate more effectively with the community which
includes the carers, the widows to make it clear what Caxton can and cannot
do, and in the meantime they will be discussing all the issues that have been
raised today; the whole way in which the beneficiary community are able to
access grants, AL wants to see a much more professional approach to it
because it must be extraordinarily tough to have to come in the first place,
and the last thing people want is to speak to a nonplussing person on the end
of the phone; to make it quite clear what it is that Caxton can do and what it is
that Caxton can’t do. AL said that she had said o the Minister what she had
thought when she entered Caxton as an incredibly part time chair which was,
half a day a week, 1o really address the issues that had come up from the
community to make sure that Caxton have a good contact with the
‘Stakeholders’ and listen effectively to their criticism and do something about it
which are within Caxton’s means. AL said that she was afraid if they have
considered it and discussed it with the department, and the answer is no, the
community will be honestly told ‘its no and why’, so that everybody
understands where they stand, because that is how AL has always worked
and that is how AL believes that “you've got to be honest and open” and what
Caxton can't sort out or can’t solve, the community will know what we can’t
solve. AL wanted to know what the community would appreciate in terms of
communication, and also wanted to know how Caxton can make the
communities life (including dependents) a bit better within the constraints that
are placed on Caxton and AL said that they want to make significant progress,
but she couldn’t say it would be dead smooth, but aims to get a great
improvement in the next year.

.........

an indication of what is being worked on and how long they will take, so we
don’t rake up old ground while you're frantically trying to get things done. AL
said that she would be sending us a note on the meeting together with an idea
of timeframes. AL said that she would be discussing it with the Trustees
anyway at the next meeting “because they understand what our priorities are
and given what we have said our priorities are and what you have told us
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today.” AL said that they wanted a positive relationship with the community
and have effective feedback and Caxton need to improve, to become
something that's of real benefit to the community. GW said “talk to us when
we try and contact you, because that has just not happened.”

AL thanked us all for coming. GW asked if we were looking at 6 months
before we meet again because there are going to be a whole host of issues
that need addressing. AL said that, that is what we have agreed, but they
would keep up well up to date.

Meeting ends.
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The following transcript is taken from the recording of the Caxton Foundation
Partnership Group meeting and has been approved by the campaign group
members that attended. It is a genuine attempt to reflect accurately the
discussions which took place at that meeting,

Caxton Foundation Partnership Group Meeting 28" November 2013

In attendance:-

Jan Barlow CEQO Caxton {IB)
Ann Lioyd Chair Caxton {(AL)
Charles Lister Vice Chair Caxton & Chair of Welfare Committee (CL)
David Atterbury Thomas New Trustee of Caxton

June Amadoye Office Manager

i GRO-A i Contaminated Blood Campaign (I8)
Glenn Wilkinson Contaminated Blood Campaign (GW)
Chair Manor House Group/Vice Chair Taintedblood (DT)
Manor House Group (DF)

‘i Manor House Group (EB)
i GRO-A aintedblood ap
Rachel Youngman Haemophilia Society Interim CEO (RY)

Apologies: Charles Gore Hepatitis C Trust
i GRO-A irepresentative of the bereaved community

The original location of the meeting was arranged by the Caxton Foundation to take
place at the Rochester Hotel, Vane Street, London however this location was not
suitable as it did not have wheelchair access, 50 the location of the meeting had to be
rearranged at short notice and the meeting actually took place at Westminster
Kingsway College, Vincent Square, London

responded with “only just, one word I think”. AL disagreed and said that minutes are
not of a verbatim record; she understood that the last meeting was being recorded and
asked if this meeting was being recorded, if so, was everyone happy with that as it’s
unusual. Glenn Wilkinson (GW) said it needed recording as we have severe memory
problems and can’t be expected to remember every last thing. AL said it was fine and
asked if everyone was happy with it being recorded. No-one objected. AL asked if
everyone would have access to it at the same time; GW agreed. GW confirmed that

he was recording. | GRO-A i asked AL if she was happy about the meeting
being recorded; AL said she was used to every word she say’s being recorded, and if
it was for memory problems that was a reason, it’s not usual practice but it is a reason
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and as far as they were concerned, they want a Partnership Group meeting that
worked for everybody so that they don’t exclude. AL said that minutes on the other
hand are a material record of the decisiom or the main ibsueg that were 1aised at the

dldn t have the time. AL dsked to what extent is the matenahlv affected?” :gs__o_fg
explained that all it said on carer’s was that “AL advised that Caxton wishes the
Parmership Group 1o help make the organisation more effective in supporting its
! said “‘we’re not clients, we're beneficiaries” and AL said “yes I know
that ") ana’ develop its services. There was some discussion regarding the composition
of the group, it was agree:’d that the main gmup shauld be more incluw’ve and inciude

bem)f iciaries, wza’om and carers. -GR_
the minutes.

and returned them and apphcd for a carer’s break (1& was sent recorded dehvu‘y and
befare 24™ June 2013) and finally got a cheque for that break on ihe 7" September.
axplamcd there were two bredks dwﬂdhie on 28" Juiy or 8/9" Sepammr and

she Would have lost her deposn, not Oniy 1hat she was unab]e t0 have a bredk that
year AL said that a}} she could do was dpoi%isz, for that and Ehat Hey have made

reason why not.isroal was resubmzmng her funeral plan.i
got back in the letter. “J understand that Mrsic had a dzscussmn wzth Charles
Lister, Chair of the NWC at the Partnership Gmup meeting back in June, Charles has
asked me to stress that the Caxton is able to provide support for carer’s, particularly
in relation to respite breaks and your application fo: this purpose will be considered
at the next NWC meeting to be held on the 15" August Once we have made a
decision you will be notified in writing of that outcome” . isroriexplained that it said at

the begmnmg “alihough we have provzded ﬁnanaal aswstame for this purpc)se in th’

of State 5ald in hnuary 2()11 o {\
had ‘;pokm to Roz and specszal y to d her what CL had sazd and She saxd z‘ha{ (“L

CL would he hdi)py to reconsider any rcsplte ierO-AlSaid that as (,hau of the Welfare

committee, Charles should know what grounds we are entitled to apply for and if

3
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we’z’l as for the hmband? AL and CL both mzd ‘I down’t see Whv not,” e
she took that to mean that she could apply and will get it.

whcmas thcrc are huge dlff’ermccs in relation to ongoing pdymemx for a widow when
their husband or partner passes on, whereas someone in Caxton doesn’t have that right
to apply at the present time, gets no extra monies for a certain amount of time after
and therefore you can see there are huge differences which needs sorting out because
they are most unfair GRO-A w&ld the other thmg Cdxmn needed to take

life as a carer is badly aﬁcaed and it’s difficult for her and hﬁ:x hugband to makc plans
as they can be cancelled at short notice. AL said that she appreciated all that and she
would like to ask the NWC to consider the general principal of carers and the best
ways in which to continue to deliver a good service to them. {oR _,s;aid that the best
way to do it would be at the beginning of the year to say to carer’s, “if they wish to
apply, apply for a ‘one off” grant for the year, spend it on your breaks when you can,

and obviously send the receipts in when you can.” isroajsaid it would be no good her
saying, “U've got a free day tomorrow, could you send me some money and I'll have a
‘pamper day’, it won’t work like that.” AL agreed that it wouldn’t. GW made the
point that we seem to be going round in circles on these two aspects so there was no
reason for AL to raise it with the NWC as we thought this was already done and
tmlshed after the last PG meeting as far as we were concerned. GW said CL had said
_jiast time that once the grant had been issued, it was not time limited, but are
ﬁndmg now that when letters are coming through that grants are now limited to 12
months. AL said it might be 12 months as Caxton only have an annual allocation,
they can’t promise anything else outside of their statutory annual allocation. GW
made the point if that's the case, ‘then tell people, don’t let people find out by
accident.” GW also said that they understood from the conversation AL/CL had with

- that these grants were not time limited, but now we are seeing on the bottom of
the letters, 12 momh% Al asked Chark,s to “take it up and dm,usb ﬂna dl]d then write

lovely.
discussed. | iasked if thl% could be ﬁxtended ‘you will hc p]sascd tO hear
there are peﬁple reporting some good experiences initially but they are being
undermined too by not seeing things through in a timely manner, for example, people
who are moving home for instance get help with setting up home costs and so on, but
then they get let down with removal costs, and they’ve got a date when they are
suppﬂscd to bt., moving but they don’t get the feedbdck OF TESPOnSe in a timely way.”

could confirm this Wa@. a3<;0 for stage | heneﬂc;anes
Secretary of State announced the set up of Caxton in 2011 11 was for everybody, 1o
discrimnination, but Caxton are discriminating, which goes against what was said in
Parliament.
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AL asked if anyone was materially dissatisfied with the minutes, could she have the
amendments in writing and she would consider them whether or not they atfect their
materiality.

Agenda:
Recruitment of board member with experience of living with Hepatitis C

AL said they hope the appointment will take place on the 4" December 2013 and that
they've had a good response with individuals who are interested in this position
having written compelling descriptions of how they can and cannot help in ensuring
that a board member would be effective in bringing a different dimension to the

vasked if it was a member affected by NHS contaminated treatment who is
applying. AL responded that there were a number of people applying. [eroal asked if it
was someone with haemophilia who knows the problems. AL explained that she has
had long and serious conversations with a number of the individuals who would wish
to put themselves forward; the thing that they all emphasised without exception was
their absolute need for confidentiality so AL couldn’t divulge any of this, but she
could assure us that within those applicants there are people who would fulfil the
criteria that the community would anticipate; she couldn’t say any more without

breaching it.iSR0Ai said that there was a concern that people do not want to be
represented by someone who is going to speak for them who has a background of
infection which is not relevant to this community. AL said that she understood that,
it’s a ‘no fault approach’ but couldn’t say anymore. CL said that as a result of a
discussion they had back in June they did advertise the role through the Haemophilia

massive gap between somebody who is infected through whole blood and somebody
infected through their Haemophilia and how they have lived with Hep C and their
differences and how it affects them. AL said that they understand that. She also said
that this person was not their sole source of advice and guidance.

Grant Application Process

CL said he fully understood that things were far from perfect at the moment as there
were still people who are clearly reporting experiences they feel they aren’t happy
with and CL hasn’t had a chance to look at them. CL said that what they want to do 1s
to have a good experience for people and want to deal with them promptly. CL said
they are seeing applications coming through the Welfare Committee that they are no
longer getting the kind of delays in some applications they used to have, it was fairly
common, if they saw applications that had come into the office a while back they used
to comment on that and ask searching guestions about why that was the case. That
hadn’t been the case for two or three months although CL can’t demonstrate what the
tizing is of the average application coming through, but his impression from what
they see is improving although they may have a little way to go yet. CL said that they
are also making sure that the office are aware if something comes through urgently
that can’t wait for the next meeting of the Welfare Committee (which we are still
every 6 weeks} that can come to them via email for a decision and certainly between
meetings they get a fairly regular stream of urgent requests that come to them and
where they can, they deal with them within 24 hours within their powers depending
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on the level of urgency. CL said that there was a big push 1o make sure that people
are not kept waiting, particularly them that need decisions urgently because there is a
time factor for example. CL said it does tie in with the staffing issues as well and the
support behind this.

Staffing

Jan Barlow (JB) said that during the summer, one of the things she was aware of was
the things CL was highlighting when she first came in; that they were seeing
application with the NWC that had got lost in the system; things weren’t being
followed up particularly promptly; there were delays in getting responses to people
after the meetings; a lot of that was just down to the skills of some of the people
involved in the feam; they did a restructuring exercise over the surnmer which
resulted in the redundancy of Roz Riley with the replacement of her role with a more
Senior role, the recruitment of that was just about to start but they have had an interim
person in place for a couple of months covering some of that, so thought it fair to say
that the low level of complaints they used to have about delays and everything else
are not happening, they are not seeing applications going to the NWC that should
have gone some 3/4/5/6 months previously, that kind of thing is not happening. IB
said if people apply a couple of days after an NWC meeting, if iU’s a routine request,
there will be some delay before it goes to the next meeting because the meetings are
every 6 weeks, but Caxton do now publish all the dates for those meetings on the
website so people are aware when the next meeting is coming up. AL asked how long
in terms of the capability of the staff before a meeting would it be sensible to get an
application in. JB said it says on the website 10 days (but she would need to check);
the papers have to go out, there are lots of cases every time and they need all the
information in good time so that they can prepare everything and get that out for the
committee to consider adequately. JB said “CL was right and that they are dealing
with a nuomber urgent emergency requests throughout the period between those
applications, sometimes things are delayed because they need more information;
unfortunately that is how it is, sometimes things take a while because people actually
don’t get back to us for whatever reason, but we are now chasing those more actively
so T am sure there are some people who were still not quite getting what they want but
my experience is that those things are happening, all the letters go out within the week
of the meeting, so given the bits of process that have to be gone through, its not ‘you
apply, the next day you get a decision, the next day you get a cheque’ there are stages
that have to be gone through.” IB said that they are in the process of upgrading their
database so that they will be able in future to monitor when it comes in, when it goes
to the commitiee, whether there is a delay before they get more information, so every
stage can be monitored so that in the future, they will be able to build up some
performance indicators for how long things are taking. JB said that they cannot do
that at the moment unfortunately.

what if people are not on the internet? There will be some Caxton members who are
not on the internet so they don’t know. B agreed.isroaisaid that for those who are on
the internet Caxton will have email addresses, but for those other members who

out via letter. JB said that they could do that, “the only trouble is that sometimes

dates shift a bit, whether every time we move the meeting...”|croa! asked “so they are
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not set in stone?” B said that things happen as they get called to a meeting with a
Minister or whatever it is, and they have to rearrange. JB said that they have also put
more information on the web%its (which was orig}inally suggss{ed by GW) ahout the
that people can download those. GRO .{:f‘%ald that they dl%ﬂ say about more mformat)on
but when she dppiied for the hohday it was a coach hohday, it was the chcapcst

for a hohday, JB said that is What they have becn dmng unless it's an cxccptmn

where you can only possibly have sourced something from one place.| ioro-A] said that

t:hc applied for that one 'bec,ausa it was thc orﬂy one that went to where %he wanted to

were bcmg asked for estimates. AL said thdt they have to bc consistent. JB said uf
people are hoping to get a particular work on their homes done, say a new boiler, they
normally ask for 2 quotes so that they can get value for money and then usually those
things are approved on the basis of those quotes, otherwise if you're paying people on
the back of the work done, that would be retrospective as things have moved they are
only those kind of things in exceptional circumstances; if you get quotations as
apposed to an estimate and go with that quotation, then you will get the work done
unless they put a 3 month time limit on something that goes over that, but that is to
JB’s knowledge. JB said if there is an example of where Caxton are doing it on ‘a
finger in the air basis’ they would be very interested to know who that was.

they have two categories. JB :mld they treat ﬁveryone equally (AL agreed )_!GRO-AE said
they don’t treat everybody equally. GW said he thought the problem is; the carer’s
and the wife’s are all mixed in with the primary beneficiary and it’s just fudged.

“They don’t know really what they can apply for and this is one of the problems.” {oroa!

said that this is why they are trying to sort out with the deeds of Caxton where the
carer’s and the wife’s have been written into it specifically, mhen they can apply in
their own right and is not affected or connected to tl

2, on benefits and that’s the way it should be.{sroailso made the pomt thAl there are
differences of how the two trusts operate but that there should be a level playing field.
JB said that we need to bear in mind that they are two completely separate
organisations. |sro-aisaid that he appreciated that. JB said that the Macfarlane Trust’s
funding basis has been established over 25 years, the government has not created
Caxton to put alongside the Macfarlane Trust and said ‘we want you both do
everything and here’s the funding to be able to do that.” “We are still having to apply
very separately for additional funding for each organisation and so from the outside,
this is slightly crazy, but that’s how it is and that’s how to deal with if, so we cannot
automatically just have discussions about parity and we’ve got the Secretary of State
:saymg there are_some of those dlfhguitie% Al made the poim (unlmb shf,’b

Caxton do nat treat ever}body tae same& that is a case in point. Stagc—: 1 stag %tage
2 can pay for a funeral plan; stage 1 can’t; carer’s can’t; widows probably can’t. So
not everybody is treated the same.” JP asked if regular payments are taken into
account when it comes to people being told that you can afford to pay for say a fridge,
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out of your regular payment whereas someone in the stage 1 situation might be given
more substantial monies towards it.

month 8 dgo they had to bU} 1W0 electric 15L1meﬁ chcms, because thc 2 they had puor
to that failed, so they had to get two new ones, her husband cannot have a manual
chair because he hasn’t got the power in his legs and hasn’t got the power in his arms.
Hc sometimcq hae to sleep in the chdir if hc has a bk:ed in hiq arm, or he’s got a bad
knaw whether or not we mu]d apply to (‘axton for them so d}dnt buteko is

time to phonﬁ up and watt for months for Caxton Foundation to say ‘yes or no’ ‘you
need it now, not in twelve month’s time, which is the experience a lot of people from
Caxton arc having, we have to wait for month’s.” GW said this had only been
changed recently regarding retrospective grants, people are being told that they are
only going to be paid in the most extreme cases. GW made the point that everybody’s
idea of an extreme case is different. GW said that the notes from the meeting said
“AL advised she wanted the Partnership Group 1o help Caxton develop policy and
strategies for the future”. GW made the point that it was such a major thing 1o just
say to everybody that the majority of the retrospective grants are going to be stopped,
“we’ve been given no warning, absolutely none.”{eRo-Ajsaid that there had been no
consuliation, “we are supposed to be a partnership group, how could we be parmers if
we're not consulted.” GW said that he first saw it on the website and that it went on
two weeks previous to this Partnership Group meeting. GW said that it is not
engaging with us. CL said that they never really set out to provide retrospective
grants except in exceptional circomstances and if they looked at most grant giving
bodies, they all say on their websites ‘we don’t provide retrospective grants’. CL said
that there are two tests they’ve got in their Caxton’s deed; there’s whether or not you
qualify as an individual which has already been talked about and whether or not you
can demonsirate charitable need. CL said it was much harder to assess charitable
need in something that had already been purchased and paid for and just provide the
receipt; given that Caxion’s aim (he hoped they are already achieving this as
discussed) is they’re not going to have these long delays in processing applications,
then he would hope that for most things people need, there shouldn’t be a difficulty in
applying prospectively. CL said when they started the first year of the charity they
recognised that people might not necessarily know about Caxion straightaway so
there is an interim period when they gave retrospective grants on the basis that people
might not have been aware of Caxton so they took retrospective grants back to the
start of the charity for a brief period and where it looked as if people were going to
apply for something that had they known about Caxton earlier they would have
agreed a grant for, they did that respectively, since then what they have tried to do is
to say, “what are the circumstances where it would be reasonable to provide a
retrospective grant and some of the one’s we have identified and certainly those
circumstances where you don’t have the time to come to Caxton and apply and get a
response, even though if we responded in the quickest time possible, even if we
responded within a month or six weeks, you don’t have the time to wait for that so
this is an urgent need. One example might be if somebody did die suddenly and you
had to pay for the funeral costs, we have certainly given funding for those
retrospectively. There maybe circumstances where there is an emergency that we
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have to deal with, something has broken down, water is pouring through your roof
whatever it is, and again those are circumstances where its reasonable for people o
say that there just wasn’t the time to apply in advance.” CL also said “the other
category Caxton have identified, if something has fallen through a hole and has been
sat with us for a while, somebody has waited a long time (o get a response then the
responsibility for that is ours.” JB said “basically, if it wasn’t retrospective at the time
of the application, but its Caxton’s fault that it has become a retrospective claim.” CL
said that for some things where its very clear that an urgent payment such as a funeral,
it can be approved retrospectively, its taken on a ‘case by case basis’ and put it
through the Welfare Committee and decide if somebody has got a reasonable case for
making it retrospective. | GRO-A i said she couldn’t see what the problem
was with buying something on a credit card and then applying to Caxton to be
reimbursed. CL said that one difficulty is if somebody applied for funding for a piece
of furniture for example, they may have decided to go and purchase something for
£2,000 where Caxton would normally only give a grant for £1,000, but you've put it
on yem‘ credit card, so that then creates a difficulty because if Caxton come back and
say “well actual]y we were onl} going to give you a thousand you’vc then got a

and spend a couple of ihousa.nd on somethmg without getting the ok ﬁrat, but said
there were lots of things where you might spend a reasonable amount of money on
buying say a washing machine, she would buy, spend the amount she would normally
spend as being someone who hasn’t got a huge amount of money. “What’s wrong
with doing that and putting it on your credit card?” CL said “it’s a reasonable
distinction that there are things for example if your washing machine has broken
down, there is an argument for a retrospective grant there, if you're simply replacing
%omethmﬂ 'Khd'( s a bit wormn out but you don t have m ’ [oroA] sdxd he thought 1t was

apply for. icroA} asked 1? (,ax.ton had Eheught of having apphcanon forms to apply for a
grant instead of just having to write a letter.

Rachel Youngman (RY) said that there were two areas here; “one is the faimess of the
system, the other is the information about it as it works at the moment and there is so
much confusion, “what we would love to be able to do (and I realise it’s not as
straightforward at this and I apologise) is just publish some kind of frequently asked
quebtions to hdp people 10 see thi@ in the rezﬂity of the situation because probabiv any

some of thxs, beaause we get dskgd this the Whole time and we don t aiway..s know the
answers, but if we could have something, it doesn’t get round the issue of when
something is fair, or not fair, but at least it gives people some information and some of
us would welcome something like that if we are able to send that out to members, on
the website and so forth and we would be happy 1 fo work with Caxton to start to draw
it up with some of our members as well.” jsroaiasked if it had changed that much
between applications, “for instance if someone V{as to apply for a washing machine do
you on the whole say you are entitled to £250 towards it or does it vary depending on
their circumstances? It seems to me if it's pretty much the same amount for each
circumstance, then that is something Caxton could publish and share” (the campaign
group members dgrmd) -made the poim that if %he went to buy a washing

..........
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saves on clectricity bill) but then if she were to apply, would that be taken into
consideration, or would she just be given for the cheapest washing machine available
which would be more expensivc‘, for her to run, and wouldn’t last as I@ng 80 therefore

asked why it is orﬂy & proportion of [hs., cost that Caxt(m COvers. “i.s it only a
proportion in some cases and you cover the full cost of others?” CL said it depends,
how much you pay if Caxton covers the full cost. AL said “let us take back the whole
issue of the information that we can use fully provide through more organisations on
Hepatits C and on our own website in terms of the sort of scope of what we are doing
at the moment, the expectations of our beneficiaries etc, we have been trying very
hard to improve communications, we are hugely handicapped by the fact that we
actually have lost staff or just haven’t got anybody at the moment to do it with the
challenges of MFT and its distribution of the reserves which took everybody’s time
for the last few months, but it is our aim to be much more clear about what we are
able and not able to do and to help the beneficiarics to attain the benefit from the
charitable resource, so let us take that back and see how best we can deal with it,
because you know, we don’t want people thinking ‘well T don’t know what we’re
suppose to be doing and getting anxious about things and shall I buy first, or shall I
not buy’, just let us take that back to see the best type of information that we can
produce”.

GW asked if they would consider the issue of the retrospective grants being stopped

8 “this has been one of the biggest, if not the biggest problem that we have been
dealing with on our forum, people are up in arms about it, they feel that they have had
a trap set for them because they wasn’t aware of it, so what I am going to ask you to
do today is to consider this; reverse the decision and say to people ‘we are going to

think it should ever apply. GW said that he doesn’t really, but 1f Cdxton are going 1o
do it, then at least let people know, people have only been told on a website, not
cverybody is on the website and even those that have internet access, don’t always go
on it. GW said that he keeps a very close eye on it, and saw that the first time it was
put on there was about two weeks ago, so people have just gone ahead, and done the
u‘;uai thing of thinkin g 1 think thd{ could bc dOIlf, undcr a rurospgctivc gram’ putting

might not be appm\/ed, that’s fair enough, but she didn’t thmk they should be pulicd
away complelely Thgrf: Shmﬂd bc quitc a Iot of circumstancgs where you can go and

thls thh Max tin Harvey 18 months ago, CBC thrashed thm out with him about, if you
can just go out and buy something yvou can shop around for the best deal, for example
your washing machine is on the blink, you might think, Currys have got a special
offer on this washing machine, but its on for 2 wecks I want to go and get one. If you
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wait for Caxton to approve, you lose that offer, you have io spend more, this is the
sort of thing that happens, it is the same with getting paid in vouchers. AL said that
they want to be sensible and fair and open about everything they do and she would
like the NWC to consider retrospection in terms of what is reasonable for the normal
person when they are faced with something going wrﬂng.igg_ _Esaid that we are normal
people, we’'ve managed to budget all our lives, we are not going out to spend money
unnecessarily,

isaid that they need to be communicating this to the entire beneficiary community
and encourage people to look at the website; if they could communicate at least a
couple of times a year more generally, that would seem appropriate. GW said that the
only way to do it properly is by letter as not everybody is on the internet. AL agreed.
GW said even people that are on the internet don’t always look on the Caxton website
so that very important decisions such as this decision with the retrospective grants
absolutely must be made clear to the bencficiary community. RY said that they have
a number of opportunities with the Hacmophilia Society to write to their member’s so
could use that opportunity, certainly twice a vear they send out their HQ magazine so

would consider letting people know that they have representative groups that they can
approach so that when we come to these meetings we’ve got a base of opinion. GW
said that a prime method of communication would be newsletters which CBC have
been asking for since the beginning. AL said that she thought if the Haemophilia
Society and the Hepatitis C Trust (they have been discussing that certainly with the
Hepatitis C Trust and with Bernard) as a consequence of the appointment they are
extraordinarily willing to help us in developing a communication with all their
associates and members and that will probably be a more effective way because
Caxton have got a very limited number of people on their database and that is one of
their problems, they are desperately trying to ensure that they can actually get in
contact with (without breaching anybody’s confidentiality) the wider community that
they believed (and the department certainly believed) was out there right from the
beginning, but haven’t been able to despite their publicity, despite evervbody on
Skipton being told, it still seems a relatively small number of people. If these

and policies it is very important to take on board what the membership groups were
saying and we of coursc hear about people who are directly affected by contaminated
blood whereas the Society have a very broad membership where the majority of the
membership are really the younger generation that are coming through, those that are
affected mostly by contaminants and the campaign issues they tend to come to the
likes of ourselves. (%4
final decisions are made in case we can add anything. {sro4]

to prove that any of her needs are actually related to Hep C, because her financial
need is related to her Hep C, its related to the fact that she has less earning power
because she is not well enough to work, she wasn’t well enough to work full time
when she did work, and so her Hep C has caused her financial situation, why should

she then have to link something that she needs to having Hep C. For instance {sroai
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asked if she could have help with having a tooth crowned, and was told she needed to
send evidence that she needed her tooth crowned because she’s got Hep C, it's
ridiculous. CL said that the general issue about the question of what you are claiming
for is related to Hepatitis C had already been discussed and that is something that they
will no longer be asking. GW asked if they could confirm if people apply for dental
work or medical treatment or whatever, that they won’t be asked to prove a link
between the Hepatitis C and the medical condition or dentistry that they are about to
undergo. CL said that was correct although that is not the same as saying that Caxton
will give a grant for everything people apply for to do with medical treatment but they
will not be asking that question any longer. GW tried to highlight the case of
someone he knew who had a shocking time with Caxton and who was going through
chemotherapy at the time. AL said that she knew all about the case but that she didn’t
think it was appropriate to breach people’s confidentiality. GW replied “1 never
mentioned the name.” AL responded “but we know who it is.” GW replied “if you
know, then I'm not breaching the confidentiality”.

workmg and hdd an income of say £500, GOO a year, suddenly he can t work, his
income is reduced drastically. Somcbody else might have been on £30,000 a year

would still pay to kcep the upper standard of hvmg as well as thc, 10W¢.,r standard of
living. CL said that they didn’t think they could. Obviously if somebody had been
used to a very high s&mdard of }iving ’{hat’ reduced drastically then they would f:,ivg
same as suppor’{m g them 10 a standard that they have bcen uscd to. ;cRo-A said ﬂ’}dt their
standard has been reduced because of Hepatitis C. iso4i asked if Caxton see any
responsibility of trying to regress the impact of hepallus C. AL said that i’s not what
they have been set up to do. CL said that they have been set up to look at charitable
need and that means that essentially they are addressing needs based on poverty. IP
said that charitable need could be actually interpreted a lot more broadly and it could
actually Jift somebody not out of poverty but actually towards help maintaining a
situation that is not to their detriment. AL said that fortunately they don’t have
anybody who has dropped from £500,000 that we know of. AL said that what they
aim to do is deal fairly, equitably and on a level playing field with the charitable
requirements of beneficiaries who apply to Caxton, that’s what they try and do and we
know what the charitable need direction is that Caxton have. GW asked what they
classed as the poverty threshold. AL said that we would come back to that as it was
further on.

Winter Fuel Payments

by 10% AL said that the board decided to stick with the practice of the govemmem
in terms of winter fuel payments and to send it out at £500 non means tested per
household. It was discussed at length, bearing in mind that Caxton are already getting
a number of requests as they usually do anyway for additional help for heating and
winter payments from a number of individuals. This will be reviewed next year in the
light of CPI. CL said that they are going to pay the same amount as they did last year
£500 which is as Ann said, non means tested and what they didn’t want to do was to
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increase the amount of non means tested benefits but focus on people’s needs so if
pﬁop e hdvmg received thu; winter fud paymem still needed further help wzth their
as it sounded like the committee would gl.\_';yf)u a £500 winter fuel paymcm it makes
it sound as thouuh that is all }Gu’re gﬂing to get. GW Sdﬁd thdt this is the first dgain

support. Al said thdt ihc,y Were mymg to get it out early ﬂm year and they can
certainly put on the website the fact that this does not preclude any applications. DT
made the point that these are the sort of things we need to be pre-warned about. GW
said “yow’ve just said you'll put it on the website, it comes back to the same issue,
information; communication and people don’t know, that’s the problem, they are not
aware of this so they need to be written to. If you are not going to do a newsletter
then people need to be written to on a regular basis informing them of these major
changes.” AL said that she hoped they will bave a major change to be able to
communicate with them soon.

Regular Payments Systems

AL said “in light of the evidence that has been coming through the National Welfare
Committee we have recognised as a board that there are a mamber of people who are
on very low incomes who actually ask for very, very little and that we should give
consideration to whether or not we should apply to the Department of Health for a
‘top up’ scheme based on tangible evidence of low incomes for our beneficiaries. We
have briefly discussed the outline policy (this is actually what we think would be good
to do) for those, designed to give support to those on the lowest incomes and the
Department has not said ‘push off, go away’ which is good, bearing in mind that the
Department of Health is notorious for not having any money at all and everybody
having to save governments so much per year, so before Caxton submit this case
(we’ve done some work on what would be a sensible approach in terms of tangible
evidence that’s coming through the Welfare Committee, but also working with the
Department for Work and Pensions with their specialist group on what’s poverty or
not, looking at a variety of other schemes that are being run throughout the UK, but
firstly before submitting anything to the Department, we wanted to have your views
of what you thmk the pnncxpim of such scheme might contain so that we can

they could also ask for grants they are nm precluded.f
go for payments because some people are borderline, thcy are not on benefits but they
d()n t ge& very much, AL ‘sdld ﬂldl ihey understand that. CL said Ehat it wouldn’t be

there are a lot of people that aren’t applymg lro-Al gg_l_ggd how they deﬁmd low
income, AL said that's what they’ve been dlscussmg
trying to get through before when she was giving an exampie Of somecne on
£500,000 and someone on £20,000; its didn’t matter what your income was, when you
loose your job through il health, you’ve got the added expense of extra heating, food,
everything else, but not only that, you’ve lost income so whoever is on a higher
income, their poverty is relative to those on a lower income, they might have more
money coming in, but they're still living in poverty compared to what they were
doing. AL said that they wanted to know what we thought before presenting this
case.
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CL said that the key principals of the subject they have been looking at; the first is a
key princip!e _that they don’t want to see any of their registrants living below the
poverty line.icroal asked “which poverty line?” CL said “there is the government
recognised poverty line for none disabled, that’s the first thing, we have t00 many
people coming to us whose income’s of 5,7, £8,000 per year income level, which is
well below anvbody’s definition of poverty and we want a scheme that takes them
above that.”iRo-Ai gasked if that would include the carer’s in their own right. CL said
“in looking at any definition of poverty, they need to recognise it doesn’t take any
account of living with illness and disability which needs to be taken account of and as
Ann said, we would also recognise, even if you are taking people above the poverty
line that’s not necessarily going to enable people to afford the sort of big purchases,
the mergmcics that happen to sverybody, 80 we would stiH wam a grant system on

asked if at would be fair to sav that Caxton are Seemg from peop]e that thczc is7a
disparity between their income and their outgoings because of the impact of the
disease is not enabling them to reach a level playing field and therefore that leads to
more grant situations. CL said “one of the benefits of having the information we do
have is that it does highlight where there is that disparity where people are happy to
accept it and in some cases we've asked people to get advice from our money

management, Jane Bellis, to help people get back on track.” (o4l referred to the
minutes from February where it seemed to be suggested that you get people to alter
their lifestyle to accommodate the impact of Hepatitis C as apposed 1o be able to rely
on the Trust to help them. CL said that there needs to be a combination of both, as
CLs interpretation of charitable need but what they are about is helping people to
maintain a living standard of whatever that happened to be. “We’re helping them to
manage their lives and sometimes we try to help people manage their own finances
and afier that help them through the process, so, its always good that people have help
rather than getting into spiralling debt and we’ve seen some examples of that come to
us and we try to help people get out of that debt trap as soon as possible, but that isn’t
always best done just by helping them with their credit payments, its helping them to
actually manage.” GW said that this brings him to a key point he wanted to raise
today. “Words such as ‘offer’ and ‘help’, ‘offer of help from a benefit adviser Neil
Bateman’, ‘offer of help from Jane Bellis, the debt counsellor’; what we’ve seen (and
I’ve seen a few examples of it now) its not so much as an offer, its coming across as
more of a condition and people feel that the langnage used in some of the letters that
they are receiving is such that if you don’t accept this offer, then you may be refused
any further grants. Now, can we have an assurance that that will not be the case, if
people (for whatever reason) decide that they would rather not use a benefit advisor or
they would rather not use a debt advisor, that they will not be penalised in any way
and they will not have the grants removed from them.” CL said that it was difficult to
give a blanket assurance on it, because they have certainly seen cases where people
are getting themselves into serious financial difficulty and they have been helping
them with that, help has not assisted them in getting out of their difficulties so there
needs 1o be some kind of intervention. CL couldn’t quote specific cases as that would
be inappropriate to illustrate it, but there are circumstances (there aren’t many of
them, but a few) where people are continuing with difficulties because of that
imbalance between income and expenditure, but they are more insistent on them
getting some money management advice to help them out. What they are trying to do
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in those circumstances is where people take up the money management advice, they
have a plan to deal with their situation, that helps them then to provide additional
financial assistance to help them through their financial planning. JB said “there is
usually more than one option, its about the level of engagement of the individual, the
extent to which the options can actually be implemented; its different in each case but
its never just do this one thing, its usually a whole range of things because when
people are in those situations where their income and expenditure is in a quite
significant imbalance, they normally have multiple kind of debts and issues and so, its
fair to say that the majority of people who they have had to work with closely on this,
where we have kind of made it conditional, at the end of it, they are grateful for that
support.” CL said “everything is done on a ‘case by case’ basis; they certainly see
situations where people, it’s clear in some cases that we are sceing the same. Where
people come back every month for something, and you see there is an imbalance
between income and expenditure, you begin to sense that there maybe more
problems.” JB said that the frequent requests for grants are just a symptom of
something much bigger, that someone might not even recognise they can get help
with and that’s also been the case. CL said that as a result of those interventions there
have been certainly cases where people have discovered an entitlement to benefits
they weren’t aware of and where people develop a plan for going forward. JB said
people are getting debt reduced, those kind of things, which then without intervention
of a specialist they can’t help them. “I think it’s fair to say from our experience it’s
generally seen as a positive. GW said that the danger is where people are very private
and they don’t want people poking about their business whether it’s a benefits advisor
or whether it’s a debt counsellor, those people could be failed because they won’t
receive any more help. AL said that “T don’t think we’ve said that.” GW said that in
letters it is saying ‘may’, “that’s another thing, if you're going to stop the help, then
say ‘we are going to stop’, don’t leave it hanging because then people again, don’t
know where they stand. If you're going to say to people ‘we’re going to stop your
grants if you don’t accept help from this person or that person, tell them, don’t allude
to it with ‘maybe’ because then they don’t know where they stand.” GW said ‘let’s
call a spade a spade’, not need to, not offer of help, just explain what it is. You're
telling them, you're actually telling them “you will accept this offer of help or you
won’t get any more grants” and make it as plain as that and then people know where
they stand.” CL said “I feel unhappy with ultimatums that are that stark to be honest.”

what to ask Caxton for, “I know 1 can apply for a carer’s break, and I know my
husband can apply for household items, but that’s it, what else?”

Macfarlane Trust were here 25 years ago and we said the same thing when we set up
Caxton and nobody listened and it was the same. We saw improvements with the
Macfarlane Trust when they finally, finally recognised and got round to printing
office guidelines that stated what people could and couldn’t apply for, how to claim
quickly, what they could spend, and its the same with the regular payments, its
roughly the same period of time since Caxton has been established that they are now
getting round to talking about bridging the gap between income and expenditure that

331 i

needs the support. The Macfarlane Trust was exactly the same 23 years ago.”isroaisaid
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ﬂldt a lot of people have died in i:hat time and never got the 'beneﬁ[ of the

dymg is
of support 1mpm‘ved 0 a more reasonable level umﬂ after Archer five years ago; he
said “I hope it’s not going to take 20 years to find similar kind of support with
Caxton.” AL said that they certainly hope so. AL said “we would like to know
whether or not you want to tell us anything about what you would like to sgg in a ‘top

up’ scheme so we can include it in our proposal, because it’s 1m i
when the proposal was due. Al responded “fairly swiftly.” A_f 3a1d thaz he had
concerns about the regular payments in respect that we are going through a phase at
the moment asking for a better settlement. “This to me sets a preference and I don’t
want Khdl because we’re asking for a ‘one off” payment so I wouldn’t want that to go
' 'sd;d that “once this goes in, they W1H {dki, n on board that

9s3i

real poveuy, they haven’t got the nme to wait_for a final settlement. -ggg_ﬁ- said tlmt
Caxton is there for them to apply for the helpisroaisaid that it’s not working for them.
AL said “can I say something political (which I would normally not do) 1 think the
board feels very strongly about the regular payments but we do need in all conscience
to recognise the evidence that’s in front of us about people who are living well below
any recognised poverty line and actually come to us and how on earth they are
managing, I have no idea. I fully appreciate the push and certainly the publicity that
has recently been afforded to you, by you on trying to get final recompense for what
has happened, and I understand that absolutely, there is a huge push going on at the
moment. In terms of timing, I think we nc.cd to have a discussion about timing

how kmg was that going to take?fR Al said “could we say while Caxton is still in
existence, we will agree to it, we would agree to a ‘top up fund’?” AL said “we will
make it absolutely clear that this is not precluding, the intention is not to preclude any
discussion at Prime Ministerial level relating to the longstanding concems of the
campaign groups in respect of recognition that this has happened and an apology, and
your plea over the past 30 years for true and final recognition and recompense for the
damage done.” AL said “we will not have a problem with that, but on the other hand,
we will make it very clear that as part of this discussion that’s a core principal, but I
don"t think that in all conscience Caxton (as 10ng as it exists) can defer making a

that are coming through.” :959_5_- asked how they would envmagc the top ups to gn’?
“Would it be to the family or an individual top up, because don’t forget carer’s could
have gone to work but they can’t because they’ve got to stay at home so they’re losing
their income as well. I as a carer, in my own right, receive £3,083.60 a year, who

(,ou id hve on that who could even exist on that because I can t”' ‘*azd that her

obvious that Caxton had gone into some detail wzth thls, and asked 1f they cou}d say
how far they’ve got and what there thoughts were. GW asked how it had come about,
was it a decision that the board had made or was there any input from the DoH on
this. AL said no, they’ve had no input from the department, she said that they have
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very informally discussed with them the principal, what would their approach be “as
there is no point in us putting this amount of work into doing this if they will just say
‘no we don’t want to do it’. It would be silly, so we’ve had very, very informal
discussion with them about the principal of a “top up scheme’ on the basis on the sort
of evidence that we are now seeing or able 1o present, would they consider any
application we would make, bearing in mind the resources available to them and
they've haven’t said ‘push off’. That has encouraged us.”

helpful thing to say is that it would; what they would be locking to do was to establish
something where it was being measured against objective external measures of things

like household income, and poverty so that it wasn’t just about, for example?_‘j{‘fﬁkﬂﬂws
one of the arguments that sometimes gets made against the Macfarlane scheme is that
it doesn’t reflect household composition and so its how many people are in the
household, is it a single person living with their parents or is it a husband and wife
with 3 or 4 children, because each additional person, it causes the need for greater
income in order to sustain those. There needs to be set against whatever we do, it
needs to be sel against some objective measure which takes into account precise

household and recognised external mﬁasurcs.”gf_k_?_-f_é said that it seems as though there is

said that the living wage is about £26,000 per year, and then additional costs related to

illness and so on, that gives you a minimum basic starting point. {°RoAsaid we need to
said that they’re not
at the moment, what they are saying is that there are a number of external measures
they could look at like median household income, there are things like the Joseph
Roundtree Foundation, the national living wage, “but we're looking at external
measures of poverty and household income and at the end of the day what we are able
to do will be heavily influenced by what level of funding the DoH are prepared to
give us. Ann said at the start that there are some principals that we have looked at
which is about, no-one should be living below the poverty line, there should be some
way of recognising the additional costs of living with Hepatitis C that there will still
be a grant because we know that, the lowest settlement that the department might give
on this where it says’ right ok you can pay everyone up to the poverty line, doing that
you are not going to make everyone rich, paying everyone up to the poverty line.”
AL said that it’s the ability to be independent. JB said “for people who are only on 3
or £4,000 a year that would make a significant difference for them to be able to feed
and clothe themselves, buy basic necessities, everyone knows that on that level of
income vou still aren’t necessarily in a position to save for the bigger items when your
boiler goes, or when your roof develops a massive hole again, or all those kind of
things, so that’s why we would want to be having a grant system alongside that, so
that when people still have those capital needs, we could still do that, so its not a ‘one
or the other’; we think it's a combination of the two, both those things are quite
important. It needs to be an external objective measure which reflects the additional
costs of living with Hepatitis C that still allows us to fund people for those extra
capital purchases that it’s still very difficult to save for, but at the end of the day, what
we are able to do will very much depend on what level of funding from the

are asking you about what your thoughts are on the principals of that.’[eros! said they

i
H
|

shouldn’t take into account, a number of benefits which are related to health etc, as
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ona Eow income getting some ongomg support, but he hoped they were going to set it
at a sensible level. AL said that this was additional money they’re going to have to
acquire.isroaisaid that it would be a big help to those people who are on a very low
income and 1 know there are a lot of people out there who don’t actually apply to
Caxton very much, there are some people (its human nature) who make a lot of
applications and get the very most out of it they can but there are going to be some
people (and [ know there are people out there) who sit back, they’re on a low income,
they don’t apply very much because they are just not that kind of person to push
themédvcb forward it wouid heip those initiaﬂy (‘L said that that’s what struck him

said that he had said to Ann dmi Charles as iong as in some respects, we can make 1(
clear that it’s not something that we have thought of. JB agreed that it wasn’t our

idea.icro! said he has fought for so many years to get what we’re getting now and then
we’'re frying to get something better, we've never had a better time in trying io
achieve something. AL agreed with that. AL and JB said that was not the intention
and they will make that point extremely strongly, “the other point we will make is, its
all too easy really, government will say ‘ok, we are going for this, there’s the poverty
line, we’ll go for that’ we are going to press the case that we have to be more
ambitious for the community because it has already been recognised by the
department of health that they are going to have to fight with the treasury, that there
are addi&ional costs of living wi{h these: acquired dise&ses and infecﬁons s0 we will

them Gf the gramﬁs that héve been taken away from the community to whuch the
dx%a&@ of pwpk: dld have now, you know yauueif we can’t have ccrtam grams

.........

well that if the depaﬂmem try to take this on to form any other aatﬁcmem, that
settlement would have to be approved by the wider community. AL said that they
need the principal agreed first.

it pmgl esses.  JB said that her understandmg is that the very detall of it, the
department will want it to be kept confidential. AL said “but certainly we can tell you
emcﬂy where we have gOt to and the phraseology that we’rc using to cover the poims

Was, AL ‘%ald “they would need to get 1€ in pretty sha‘rpish because its got to before
next year's funding, for the next financial year and the way in which the treasury
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sweeps up, the department’s got to do its overarching additional bill which the
Treasury 1 can imagine will look at extremely carefully because of the pressures that
there are within the Department of Health’s budgets and then it will apply to the
Department of Health so its unlikely we will know anything until right at the end of
March, if not the beginning of April really.” CL said that once we know, (assuming
we do get the extra money we are after) and there will be time before we can actually
get the scheme running. ior -asked if this is an additional project. JB said that it is
additional funding but 1t will all be tied up with the overall allocation, it won’t be
instead of. AL confirmed it will be ‘as well as’. AL said “they have only done some
rough calculations at the moment, but it will be considerable, we believe we will need
a considerable and if this doesn’t flush out the community to make applications, 1
really don’t know what else we can do.”

GW said that AL mentioned that they will be basing this on some tangible
information he asked what they meant by ‘tangible information’. JB said that this was
the external bench mark related to some external measurements. AL said “the NWC
has evidence of the cases that are coming through which have allowed Caxton to
consider this which the department will know about, they won’t know about the cases
but they will know about the sorts of issues that are coming through and then we’ll
have to give them options because that is what is always expected in terms of any
government grants, but to look at recognisable evidence in terms of what our limits on
poverty, this, that and the other so a variety of schemes that have credibility, we don’t
want to just pluck a figure out of the air which we can’t justify on the basis of
somebody else’s credited work, but we also will be, we know because our allocation
is only annual that we will have to revisit this if they agree. If they agree, it’s the first
stage. We will have to revisit this on an annual basis anyway, and in the light of
experience, what’s coming through.” CL said that because of the way Caxton was set
up, it will have to be based on need. GW asked what it will lead to; “will it lead to
people filling in census forms once a year?” JB said it Wz]l__b__a_ys to be decided. AL
said that they would want something that reflects reality.isro4 asked if they could
include the increase in living costs and so on and to maintain. AL said that they can
put that in. AL said that she would let us know how they get on. GW wanted it
clarifying that it would mean filling in census forms once a year. JB said that it would
be something like that because you’d have to be doing an assessment of people’s
income in order to know what you are going to top them up to. GW asked if that
would still mean you wouldn’t have to include DLA, Child Benefit etc. IB said that
all that detail would have to be worked out when they know how much money
they've got. GW said that at the moment, the forms are on the website and are still
asking for that information. JB said that there was a whole load of stuff that would

nu,d to bc re-looked at.| GROA asked if there was any way they cou id make thoee more

kmd of assessment thai would need to be done for a rﬁ,gular Jaymem scheme would

be sent out to every mdwzdudl that was ehglble to applv isroalsaid that the last health

1Ro- atasked Why they can’t ;ust send out the stage 2 form and forget the 1. JB said that
they may potentially do that and they are looking at doing a grant application form,
and also getting to the point where the kind of the information about people’s finances
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“we will be in a position to send back to you what you sent to us last time and those
that are still correct and those that need updating and those kinds of things but just to
standardise things, the organisation has been going for just about 2 years now and
we’re still in the stages where there is progression and development and we can look
back on the experiences of the last 6 months or 12 months and then do things
d}ffermﬂy as a rcsuit of that ioro-a! asked if the Mmzster had appioachcd them JB

Sa;d that s something else they said ut,y would do? but they haven’t done, it’s }ust a
question T wanted to know.” AL said that the Minister put it in the way that she was
not satisfied with the communication process and I think she will have wrapped up
forms within that comment on the process.

AOB

AL talked about the meeting that they wanted open to the beneficiary group. “In view
of the fact that we will go down to 2 and a half staff, in January and February and we
want to make the general forum that is open to all the beneficiaries as meaningful and
as productive as possible for everybody concerned, that means, we want to have some
speakers and this and that and the other, and to have views from you on what you
think might be useful in that, and therefore we've got nobody in to do all the
background work to help put this together as a successful day. I will propose that to
make it meaningful we defer the date until the end of March and at that time we might
have much more evidence and knowlcdgc about what’s going o happen wiz:h ‘top up

suggested having a different Xocatmn to London for the next meetmg, mdybe
Birmingham. JB said that they can look outside London.

branded as criminals (as you know) tarning up and tdkmg pm iuck, vmtmg the office.
AL said that the two things were an entirely different scenario. The problem was the
unannounced visit of a number of individuals with which the staff could not have

possibly have dealt wnh-fggf_ said “we did explain when we arrived that all we wanted
to do was drop in a document we had to give to you, and to pop our heads in the door
and say hello. Fair enough nobody was available to actually talk to us, we popped our
heads in the door and said hello and we’ve been branded as criminals and you've
increased security measures.” GW asked what does ‘increased security’ mean, why?

“We did n()thing apart fmm visi[ and intr@duce oursclve% ? AL said “we’ve had this

................

all moved on fmm that.” GW dnd ano dgreed oro-aigaid “we thou ght we had moved on
until we saw your minutes on jyour “website for everyone to see, it makes it look as
though we turned up with machete’s and balaclava’s, it really does paint us in a very,

very poor light as if we’d turned up threatening violence and it really wasn’t like that
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regrettable incident and it’s now behind us and that’s the last 'm going to say about
it.” GW asked if they were going to take those minutes off the website as it “brands
us as completely unreasonable people and we're not having it.” AL said “if that
destroys a partnership relationship in its entirety then T will be willing to consider it,
but actually they don’t read like that and I think we’ve moved on from it, but the
leaflet doesn’t apply any more I'm afraid.” GW said “that’s it? Unbelievable, this
isn’t a partnership group meeting, it’s a dictatorship.” GW asked if we were ‘clients
or primary beneficiaries’. AL said “you are representatives of the campaign groups
which is why you're here.” GW asked if the people are ‘clients or primary
beneficiaries’. AL said “she didn’t really want to have this discussion, but you entered
the premises without prior permission, not for the purposes stated in there (the leaflet)
and there was great concern amongst the staff endorsed by an independent who just
happened to be there, and it did cause concern and the board was very concerned
about it.” GW said that he thought their reaction to it was completely unreasonable.
GW said “also in your minutes, you (AL) made the decision apparently with the
board’s back up to start calling us ‘clients’ instead of ‘primary beneficiaries’ because
you had concerns. What concerns did you have?” AL said that she thought
beneficiaries was a demeaning word “but have listened very carefully and you are
now called ‘beneficiaries’ because that’s what you want to be called” GW said
“primary beneficiaries”. AL said that not all Caxton beneficiaries are ‘primary
beneficiaries’. GW said that he didn’t think they had the authority to actually change
the word because in the deed. JB/AL said that they haven’t changed the terminology
in the deed. GW tried to quote from the deed and said that it was an important issue
and he would like to raise it. AL said “if you want to be called beneficiaries, you be
called beneficiaries but there is a stigma attached to the word ‘beneficiaries’ and we
wanted to have a more understanding relationship I think and calling people
beneficiaries is rather..” GW said, “you wanted, but you didn’t include us in the
decision making”., AL said “No, we didn’t have a partnership group meeting by then
because the previous Caxton administration had not chosen to do s0.” GW said “you
have acted outside your authority, the deed says that we are to be called primary
beneficiaries, you made the decision to start calling us clients, you had no authority to
do that” AL said “and it has been rescinded, you know that” GW said “T don’t
know it at all, you’ve never been told me anything. I had that letter from the Minister
saying that she would be calling us beneficiaries, I've never had that communication
from you.” AL said that they cannot disclose a private conversation with the
Minister, but there we go. GW said “we’ve never been told from you”.

AL “Have a good journey home and thank you very much for coming.”

20
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Please Note: The following transcript is faken from CBC’s recording of the
Caxton Foundation Partnership Group meeting and has not been agreed with
any other person and/or group that attended however this is a genuine attempt
to reflect accurately the discussions which took place af that meeting.

Caxten Foundation Partuership Group Meeting 5 August 2014 at IBIS
Birmingham Central, Ladywell Walk, Birmingham, BS 45T

In attendance:~

Jan Barlow - CEQ Caxton (B
Ann Lloyd - Chair Caxton (AL)
Charles Lister - Vice Chair Caxton (CL)
Glenn Wilkinson - Contaminated Blood Campaign (GW)
(DF)
(EB)
(ap)
(LO)

Apologies: | GRO-A - Manor House Group/Vice Chair Taintedblood

Charles Gore - Hepatitis C Trust CEQ

i GRO-A - Widows’ representative
Dian Farthing — Haemophilia Scotland CEQ

Ann Lloyd (AL) thanked everyone for coming and as there were a number of new
people, thought it would be helpful if they all introduced themselves.

Charles Lister (CL) ~ Vice chair of the Caxton Foundation and just so you know,
since we last met, I've stepped down from the Welfare committee because 1 have
been doing it since Caxton started.” Glenn Wilkinson (GW) “thank goodness for
that.” CL “I'm glad you appreciate my efforts, thank you.” GW “Thank you very
much for leaving because your existence on the NWC wasn’t appreciated by the
community.” AL “Thank you. The person who has taken over is Richard Finlay
from Northern Ireland. GW: “Is he NHS or Department of Health?” AL: “No
actually — he’s education”. Jan Barlow (JB): “I'm Jan Barlow, I'm Chzg_f__E_)_&_p_g__L_l_’l_;_yg__’_’_‘
Victoria Prouse (VP): “Victoria Prouse I'm Director of Operations.” { GRO-A |
iGRO-A{‘l  GRO-A | Manor House Group and this is my third decade of
campaigning and I also had a liver transplant 15 years ago and I seem to have spent
most of that extra life still campaigning for something that should have been put right
a long, long time ago, T've just basically wasted these steps of a gift of life I've been
given Ihe soomer we stop ;_zomg to these meetings the better GW: “weﬂ sa;d

.....................

‘I know you re not but thdt usi ” AL: T know, we apprwzate that GW “You
_have made it _worse though. (_ﬂenn Wilkinson, Contaminated Blood Campaign.”

i GRO -A i GRO-A ! Manor House Group and also representative of
carers.” Liz Carroll (LC) Liz Carm}l Chief Executive of the Haemophilia Sﬁuc,ly
' GRO-A i 1 GRO-A | Taintedblood Chair.” AL: “Thank you.” CL: “1
i
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was just going to say, to be strictly correct, we should just check that as this meeting
is being recorded that nobody has any objections to that.” Nobody objected.

AL: “The minutes of the last meeting, has anybody any corrections?” GW: “Yes,
GRO-A i is listed as taking part in that meeting; he attended but if you
remember the original place was due to take place at the Rochester Hotel, but it didn’t
have disabled access so was rearranged at last minute at the Westminster Kingsway
College buti GRO-A ihad nowhere else to go so that was the only reason he
sat in the meeting, he never took part in the meeting at all and he did made that clear
in a Jetter afterwards.” AL: “Right.” GW; _‘Also, we’ve only received these minutes
(your minutes) in the last few days. [SRoA“] only received mine Saturday.” GW:

“We’ve not really had chance to go thrcuch them in any detail.”{eroalif possible if we

iee

were (0 have a copy of the minutes dhf’}dd 0f the mu,tmgs u wouﬁd give everybody a

of acman points as “well as edrher minutes so that we’ve got some conmnuatmn if
either one of us can’t attend and it will also help us to judge how well the whole group
is performing; do we actuaﬂy achicve anything or are we just repeating the same

things agam and again.” AL: “Thank youi GRO-A;“We have a number of matters
arising.”

Al “There was one last thing, a correction on the conditions of your
minutes. Aiso discussed was the potential for ongoing payments. We also discussed
what we thought the levels of payments should be were we able to achieve what we
wanted and I'd suggested that it should be connected with the national averaging
wage which is approximately £28,000.”

AL: “We have a number of matters arising. The first one is the recruitment of the
Board member of experience of living with Hepatitis C. Margaret hoped to be here
today but she has unfortunately not been able to do that but she has allowed me to
speak on her behalf about how she met the criteria for a Board member with
experience of living with Hepatitis C. She was infected by a blood transfusion on the
birth of her first child in 1987,! GRO-A ;

GRO-A

GRO-A i Liz Carroll (LC): “What was her name?” AL/GW:
“Margaret Kennedy.” AL: “The second maiter arising was you wanted to raise...”
Jan Barlow (JB): “Yes, that was just to introduce Victoria today. Ireported at the last
meeting that we had instructed the Welfare team and Victoria is appointed following
that. We also have a new finance manager starting next week. I think it’s very rare
that people speak directly to the finance department but in case you do the new
finance director is called Joyce Materego and she will be joining us on Monday.”
GW: “Can I just cover a point about Margaret Kennedy? This was in an email, a
latest email I sent to you on 23™ June 2014 (it will probably be best if T just read it
out) ‘We note Margaret Kennedy is now listed on the Caxton Foundation website,
could you tell us if Margaret Kennedy has been given a specific job title or role,
because there’s nothing listed on there. We note in Margaret Kennedy’s description
that she has a long history within the NHS, as you know the community’s
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understanding and expectation was that this new board member will be an individual
directly infected or affected from within our own communiry as we felt that the board
consisted of too many individuals with history within the NHS or Department of
Health.” We already know now she is an infected individual, no disrespect to this
lady but she is still NHS and we did specifically request that whoever the individual
was, it was somebody from within our own community who didn’t have a connection
with the NHS or Department of Health” AL: “As you know, your society
{(Haemophilia Society) and the Hep C Trust helped us very much with the recruitment
of the individual, we actually could not restrict to any specific or actually remove any
specific individual because they happen to work in a particular field. What we had to
do was to adjudge the individual’s capability and we had a number of people who
applisd for this pos’iu’on to the most able of the individuais and thc most abk: in terms

infection and it is on that basis that she was appmmed *ioro E‘ 1t s very good that she’s
got experience of Hep C but you understand the suspmd_ﬁgmthat keep creeping in here
is that it’s just such a coincidence that there is so much of a connection with the NHS
or government whenever there’s involvement on the board or a new appointment and
given that those suspicions exist, I think it is something you should be bearing in

mind d.nd you could have done duriné thf: interviﬁw proca‘;‘; 7 AL “I don’t think i

you would have noticed from previﬂus PG meetings as well. AL. “not neccgsaniy,
no, they haven’t been specific about anybody from the health service being totally
outsids GW' “Our campaign group’s made it &bundamiy clear and E would ha\/e real

aware of rzght from the very begmnmg‘ AL: OL’ -_ﬁﬁg_ﬁ_j “gemng away from the
NHS, T brought this up before, the Haemophilia Community have different and more
exacerbated problems than the whole blood community, wouldn’t it be fair to have
somebody who knew what it was like to actually live with Haemophilia on the Board
as well? They could given an input on the problems of haemophiliacs are like
because haemophiliacs have not only got the hepatitis C problem, they’ve also got the
bleeding disorder which makes life wiply difficult.” Al: "It is certainly something

we could discuss with the Board and consider.” :959_5' “And also somebody who has

knowledge of living on state benefits because reading the board members, they are all
from h‘ighly paid jobs, they hd‘ven’t got a clue what it’s like to on a Thursday night

have been mfe@ted with Hcpaum B as Well as othcr thmgs whxch ahn exacerbate the
liver damage.” AL: “Certamly 1 shall report that back to the board and will take it up
with them, thank you.”

i GRO-A ' “How many office staff do you have in total now and are they all
full time, part time?” JB: “Caxton has the equivalent of 3 V2 staff in total. In the
offices we have 9 staff and they work across 5 organisations — Macfarlane, Skipton,
Caxton, MFET, Eileen Trust and people’s time is split across those so we don’t have
3 V5 bodies times is only taken up with Caxton. Nicole who you've probably had
contact with on the grants side, she works solely for Caxton but the other people like
mysc}f I work ha}f timc for Caxmn and half time for Mdcfaridnﬁ Victoria does the
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“There was a limit wasn’t there?” JB: “Yes, it’s capped at 12 and I think including

the Eileen Trust person there are 10 bodies.” iero-Al “Sp 1) bodies, so it’s not the

actually the amount of posts you have got to fill, it’s actually the number of bodies, so
if you half each doing part time, that would take it up, whereas you could have say 12

think that’s been the case that it’s been challenged before and when Caxton was
introduced additional staff were allowed at that point and I think that was when the
cap of 12 came in.”isroAl “Wouldn’t it be better from your point of view then not to
take on part time staff, but literally to employ full time staff and then you would have
a higher number?” AL: “But most of them are full time, but they’re split between the
organisations.” JB: “But it wouldn’t make sense to have, there’s only so many ways
you can do it and there are efficiencies to sort of the knowledge and everything that
people have so we wouldn’t get very far. The majority of people are full time to be
fair, I think we have the finance assistant who is part time, and the person who works
for the Eileen Trust is part time, I think cveryone else is full time, so it wouldn’t really

make an awful lot of difference.” 5&3_9;{*_} “It sounds like there’s ‘spare capacity of
staffing” when they’re struggling, it doesn’t make sense not to be using that” LC:
“When we spoke a while ago, you had some vacancies, are they all full now?” JB:
“Yes.” EGRo-AE “Would it not make sense to have dedicated staff at the Caxton

Foundation, that way when we phone up, we know exactly who to ask for, who to
speak to and who deals with what.” JB: “Well there is one dedicated member of staff

named person to speak to if they want to speak to somebody.” JB: “Pretty much, but
so does everyone else, it’s the same for MFT, much the same for Skipton, the same
for Eileen Trust, MFET.” LC: “Is it sort of the officey functions are often shared so
finance, admin those sorts of things and there is speciality bits of knowing the trust is
the bit that has one person, is that how it’s split?” JB: “Yes, pretty much.” GW:
“This is an issue that we’ve raised several times with our MPs and the APPG, but
what do the Department of Health say when you raise this with them, about this cap?
Do they give you a reason why they put a cap on you?” AL: “They haven’t given a
reason, that was the cap that was set and we were very mindful of the fact that we
have to balance the proportion of our resources that we spend on staff, we’ve been
very concerned that actually, it might be too much spent on staff, so we have tried to
ensure that we have stayed within our cap, but the department is aware that there have
been performance issues which fortunately, are becoming much better, much much
better, and when we have our review (and we haven’t got a date for that yet) we shall
be raising this again, because we are also seeing an increase in the number of potential
beneficiaries that we are receiving enquiries from so that would form part of the
evidence that we will provide to them.” JB: “I think the only thing to say at the
moment, there is no indication the department would be giving us any more money,
so any more that we spent on staffing, would effectively be taken off the budget for
charitable grants and stuff.” LC: “Do vou have ‘one pot’ if you like, so when you
receive the money, this is what you’ve got for the year; staffing and grants, and it is
one pot, it’s not split?” JB: “Well it kind of is split in terms of we have to be specific
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deteriorations in the way that the department have treated the trusts over the years
because at ‘once upon a time’ Macfarlane Trust used to get that recognised and
separated out so that their admin costs were paid separately to the amount they
received in grants, in the end they managed to roll into one and told them they’ve got
to make savings even though they were telling everybody else “oh there’s no reason
why the trust can’t be more supportive.” LC: “is there anything you think we could
do in terms of support for the fact that actually it takes quality staff to run a trust well,
so is there anything so the APPG could be the secretariat and as the society we could
separately write to the Department of Health, is there anything we could do that you
think would be useful and helpful wont do any harm?” JB: “I don’t think it’s about
quality staff.” LC: “No, no, no what I'm saying is that to be able to have good
quality staff you need to employ them you need to fund them you cant just pick
“Without being over exuberant do you have an idea of
what you’d really like in place if you didn’t have to work to account and all that, to
run it efficiently.” LC: “Without being stretched.” JB: “Not off the top of my head,
but definitely more than we have now but it comes back to the issue of funding that
potentially any money more that we spend on staffing would be money taken out of
the charitable pot and T've never heard any support for doing that.” LC: “If we were
able to explicitly write and say this should not reduce the amount of money that is
paid (I know they might not listen) but actually the more people who say what your
doing is wrong you need to rethink it the stronger it is and we could certainly do that
and T can talk to the APPG about actually maybe some of the problems, people
experiences, that staff are pushed, there isn’t enough time for them to necessarily
work in the way that they’d want to, if that would be helpful I don’t see any reason

why we shouldn’t do that. “JB well maybe we should think about all that.” oro-al “Tf

you’re pushing and we’re pushing then why shouldn’t we push to get the admin costs

separated back out again?” LC: “Exactly.”lero-a"Tt would make far more sense.

head I can’t tell vou what the admin budget is for staffing, it’s about two hundred
thousand?” GW: “2.38 for Caxton specifically?” JB: “Yes, 2.38 total allocation.”
AL: “Yeah, hang on.” JB:

“Well Il get onto Andy
Burnham on that one anyway.” LC: “So Jan if maybe we liaise about and then you
as a group liaise about actually what is it we think would be a reasonable ask, that
might be useful for you and for the beneficiaries to receive what they think would be
right and come somewhere in the middle. Would that be ok?” GW: “We've got 1o
be careful about what we ask them for; really what we want is for Caxton to be shut
down.” AL:“Yes we know that.” LC: “Well there’s something about while full and

being given. “ GW: “We had a similar conversation at the last PG meeting about the
way forward and asking for these on-going payments for people who are below the

going down that raa&mgégz_ﬁﬁg{féal}y we want rid of this failing organisation, this
government quango, so (o some extent we’ve got to be careful about what we ask for.
By the sounds of it this business case has been put forward to the Department of

Health and it’s been thrown back in our faces so what is the point?” [8R0A! “Could we
have a copy of that business plan?’

“Gro-AI“Yeah, have you got Depariment of Health

i
[ IS
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clearance now? Can I ask why vou needed Department of Health clearance?” Al:
“Because you always have to have clearance if there is a business case that the
Dcpartmcm of Heahh is consid@ring at amny time it remdim confidential at that time

from the Dcpartmg;}_pf Health as to wh} thcy’ve refused 1t?” AL “I can read it to
you if you wish.”{eroal “Have you considered circulating the business case to Alistair
Burt and the APPG with that information that it was turned down to so that they
understand what you’re asking for?” AL: “That is part of our submission.” JB:

“But in terms of Alist'air Burt his Work i3 about ﬁnai sctﬂcmcnt it isn’t about the

what we've got at the momem isn t adequate and it isn t working so it would hcip.
LC: “He’s working with the APPG so on the two arms this isn’t good enough which

is why you need to do something about it. iero-Ai “And also I know the Shadow
Secretary of State For Health is important.” AL: “Would you like me to read it
through? ‘Ministers have decided that this is not the right time for an uplift in
allocation whilst they continue to consider how best to address the range of issues
about the system of support available for thase affected by contaminated bim};:i many
of which were highlighted during the Westminster hall debiate on the 29" Ovrober.

Then it says ‘we haven’t been able to confirm our allocation yet at the moment 1
recognise that the decision not to increase funding will be disappointing news for the
Foundation”. LC: *I wrote to the Department of Health team as well to say could
you explain why you wouid @ay no and I got ha%icaﬂy the same resp(mse ‘the

in one of the meetings we had that she didn’t see any reason why we couldn’t be
making adjustments to the scheme at the moment to help it until such time as that
process was complete.  AL: “Well, that’s our position.”

Winter Fuel Payment

Ann Lloyd asked Jan Barlow to make a statement on the winter fuel payment. JB:
“Just to let people know and confirm that the board has agreed to make a winter fuel
payment against the same level as last year and as last year it will be getting paid in
Nevember Wa had a lot of posiiiva faedback about paying it that carly compared
planning to keep to that mmetab}e {GRO Al “Can I ask, if you're g,()ll‘ig to review the
decision not to uplift in line with mﬁaﬁon what happened on that review?” JB: I
think we are aware that the payment we make is considerably higher than the one the
Government makes 5o kind of in excess of that Government one, so [ think the board
decided that in the light of the other funding priorities this year that it ncedsd to be
kept at the same level.” AL: “But this is an issue that’s reviewed every year.” {oroa!
“T was gonna say, it did go to review though because that was mentioned at the Tast
PG meeting.” AL: “We had some very long discussion about winter fuel payments.
GW: “There was an issue about previous winter fuel payments if you remember
regarding people hdwmg to fill in cemus forms.” JB: “That wasn’t done last year and
it won’t be done again this year.” GW: “So there’s no conditions attached to that
now?” JB: "People have to be registered with us and they have to have done Part A
because that’s effectively our detailed registration but we didn’t ask people to fill in
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part two last year like we had done the year before, so we will just continue that
pracﬁ%e g@ing into wintsr fuel payments They only thing we wiH be daing this year

is your CEensus as SUC]’I gust to confirm that psopie are suﬂ alive amd with ynu?” iB:
“When Caxton started before I joined, when people registered they had to effectively
fill in Part 1 and Part 2, but what you’d recognise as the MFT Annual Census, even if
they weren’t going to apply for Grants or anything else, we decided that until people
needed to, you know, wanted more from us, if you like, that all we needed was the
basic information about them and we didn’t want to make people fill in that Part 2, so
we moved away from doing that, but just for financial reasons and audit reasong_yg
need to just reconfirm people’s bank information before that payment is made. \ero-a!
“Is there a requirement for you just to confirm that people are, sort of, cffccuveiy still
on the book annually, or?” JB: “Well we need to know that if we are effectively
paying something into someone’s bank account, that that bank account is still valid,
that someone is still the owner of that bank account, so we just have to do that for
audit purposeg ”;_9 f “My bank account deta;l@ aren’t 1egzstered Wlth the Caxton I

as weih its done in about March if 1 re:membf:r cor rectiy, every March time, people
have to confirm their bank detaﬂs are still Valid i[ s just a one aheuﬁ of paper pe@ple

have EO ngn and send back, but ﬂmu s the larger census that’s usually kmd of s fmted
as if it's MFT.” IB' “The bigger census is MFT but the confirmation of bank details

Am there any other mauers arisin g‘.? ’

GW: “lust a couple of things, Caxton numbers there is a figure approaching 800
previously do you have any idea of what it is now and whether it is expected to
increase?” AL: “It is increasing, Jan have you got the latest?” JB: “It is constantly
increasing but I'm afraid I don’t have them stats with me.” AL: “We’ll put those in
the, we’ll email everybody.” GROA “Can you write to me as I'm not on email?” AL:
“That’s fine.” GW: “Because originally there was expected to be about 3,000
applicants come forward.” AL: “Well, 1500 we thought.” GW: “Was it 15007 AL:
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“1500 yes.” GW: “I don’t assume its anything like that, probably 8 or 500ish?” JB:
“It’s not as many as 900 at the moment, but it went up by about 150 last year.” GW:
“Really?” IB: “Yes.” GW: “Were those predominantly, would you know off the top
of your head whether they were predominantly haemophiliacs or people without a
bleeding disorder?” JB: “I wouldn't be able to tell you off the top of my head, no.”
Al: “But at least, you know, more people are coming forward which is what we
wanted.” LC: “And is that people are finding out that you exist do you think, is that
mainly what it is?” JB: “Yeah, and everyone has to have had a Skipton payment
before they can register with Caxton, so there’s a piece of process that Skipton always
does and I know that they have had a constant stream of people still coming through,
s0 it’s probably as a result of the information that people get through that., but people
also just randomly find out, but its basically as a result of Skipton.”

carers, children.” JB: “The pec-ple th*\i are registered are primary beneficiaries and
widows. Children effectively come through the family one way or another because
thcy’re dependants and on the whole most carer’s come through that route as well.”

regibiered via my husbamd or whethel I m regi‘;tered separately? I didn’t know
anything about this until loda_y ” JB: “Well now you do know. It doesn t affect your

access to grants does it?” ierRO-Al “Well, it can do.” JB: “But it doesn’t.” A_' “Well, 1
can’t put in a grant because the only grant I need to put in for is baszcaiiy if T want,
say a couple of pamper days, if I get time, or a holiday. Now, this year, I can’t put in
for a holiday because my husband’s waiting to go into hospital so I don’t know when
I will be able to go, so therefore I can’t send you 2 estimates and because I don’t
know where I'll be going, when I'll be going, so therefore [ can’t claim. Ican’tputin
for a pamper day because T might be able to go, say next Thursday, it will take me 6/8
weeks to get the funding to go for it, I can’t do it, so what’s the point? The Caxton
does not work for a haemophiliac’s carer.” GW: That’s true I'm afraid and I'll tell
you why. Because if an individual, and you know that U'm in this situation where 1
have refused to jump through all your hoops, that then immediately cuts out my entire
family; it cuts out my wife, cuts out my son and it cuts out my daughter, but on
principle I won’t do it, I won’t jump through your hoops and that cuts them out totally
and I think that is so wrong. So if somebody is in my position where they just flatdy
refuse to do it, and there might be some other people who just can’t, because I know
there’s people who can’t bring themselves to actually go through this monstrous
process, they just mentally can’t do it, that again immediately cuts out all their family
members, and its wrong.” | i “But for me as a carer of a haemophiliac, the Caxton,
your set up is not appropriate, it is too time consuming and by the time I've jumped
through the hoops, I might not be able to do what I wanted to do like last year when 1
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applied for a holiday. It took that long I couldn’t go on the holiday [ wanted because
it was no longer available so T ended up having to seitle for second best. Is that right
that I have to do that? And I'm just one carer, the other carer’s I have spoken to have
all said the same. We are not considered.” AL: “Then I think we need to clarify the

situiation relating to carers and advise them accordingly.” -g_rfgf_. “But it’s also your
claims process, you have to put in your claim 2 weeks before the committee meets,
you then wait for the committee to meet, you then get a response within another week
{which is 3 weeks), you then, in my case last year, I got a form to fill in to say that 1
would use the money for what I'd intended it to be used for, I had to then send that
back, which took another few days. By the time I’d get the cheque, it would be 6
weeks from sending it in (that’'s if it was agreed) to receiving the money. People
haven’t got that time to waste Ann If1 put in for a claim I need to know that Wi&hin

my husbcmd 8 luﬂt’;bs AL “We understand that.”
it’s happened to, it’s other people. The Caxton isn t workmg How many times do
we have to tell you? You need to change your process because it is not working for
the beneficiaries and 1 have got permission from this lady to bring these letiers. She
applied for grants; she is a 79 year old widow who had a ten hour operation to have a
colostomy bag fitted, she applied for a grant in May for a walker (a walking aid), 10
have a fan fitted in a shower because she can’t bathe, and the fan broke, and obviously
she couldn’t use the shower without the fan (it still hasn’t been paid); for help with
her MOT that she got last year; none of it as to now, has been settled and I have her
permission to show you these, or to give them to you (you can keep these ve got
copies) and it still hasn’t been settled; its not going to the committee tl August
be&:auss, some nf Ehs,m are retrospwtive and | think when you read that. Aﬁse @he

1051 them.” JB: ‘Aliegedly” -_959_5_‘ “I‘J_Q}_g__you re abkmg a ... am,gedly . are you
calling this lady a liar? JB: “No, but.. ' “But they all went with the iettcr AL:

“Can we deal Wlth thif; outeide thﬂs meetmb piease" It’s an 1mp0rtdm 135{1{: Al “It

reflecting better.” {cro-Al “But I mean, every time, my husband applied for a hohday in
January, we paid for it because it was the holiday he saw that he needed. He’d lost his
father, he’d had operations, he was waiting to go back in hospital, he really had a bad
six months and because we saw the holiday that we wanted and because of our
previous experience he paid for it and then we applied to the Caxton and we were told
because it was retrospective he couldn’t have it; we appealed and we were told
exactly the same. Now, because of the experience I've had with mine, that was why
he did it and when we wrote the appeal letier that’s what we put in it and it was stili
rejected. It is not working, it’s not working for me, it’s not working for my husband
and other beneficiaries it’s not working to. Everybody you speak to, you say the
don’t want to...” AL: “Yes, you've %aad that before ” 32-55;" “But it’s still going on
and after nearly three years. Why is it going on? Why are we being made to feel the
way we're feeling?” GW: “And thi& ady’s example is nothing unusual, it's been
going on since the very beginning.” i “T mean I've given copies of that letter to
my MP and he has read them” GW: 2 One way around it might be to simply make the
widows and the carers primary beneficiaries, do you have the power to do that?” JB:
“No we don’t.” AL: “No, I'm afraid we don’t.” GW: “It’s not what it says here in
the Caxton Trust deed; I'll read it to you, it says ‘The Trust deed shall have the power
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with the consent of the founder to add individuals to the class of primary beneficiary
and to alter the definition of the excluded persons’ IB: “But what it means is to add
people (o the definition is about who is registered as a primary beneficiary.” GW:
“Well register the widows and carers as primary beneficiaries.” 1B: “The primary
beneficiary is those who have been infected.” GW: “Yes but what I'm saying is that
this trust deed...... 7 AL: “We cannot alter the law I'm afraid Glenn.” GW: “T'm
not asking you to alter the law, it says here in your own Trust deed on your website
that vou have the power at page 3 item 5.3; to add to the list of primary beneficiaries.
“The trustees shall have the power with the consent of {hc., foundz,r (I assume that’s the

therefore. ... .‘f.rf.‘_’.f.' “That s down to hOW you read it in the definition.” GW: “It
seems pretty clear to me....” AL: “Let’s just cut this conversation because there are
important things getting Iast. We will certainly provide you with the legal advice on
that one and as for} G ‘
ask the NWC to assess her concerns about, 1 know we’ve speeded up the way we
manage our requests for help and assistance but nevertheless they are already looking
at the office guidelines with a view to increasing them, because they go through them

at this time, and to come back to you about that.

‘u

Is there progress on this intention to have printed office guidelines that

wcr‘vbody can look at and know clearly what they are entitled to or?” JB: “But there
was never, I don’t think there was ever any agreement to do that, we talked about that

previously.”iero-Al “In the previous PG there was.” JB: “Not to, I think if we look

back at the minutes it was about, we talked about those limits and it was that the limits

were just for office guidelines so they are not the limits are what can be approved by
the staff and which have been agreed by the board and if people want more than the
offit.,g guiddirm limits pe@pk can go thmugh the committse to apply for th*{i So the

. GW: “Tthink weasa Partners‘hxp Group are eaymg
that thoqe office gwdelmes must be put on the website because people need to be
aware, they need to be very clear as to exactly what they can claim for and the
amounts the can cﬂaim for I understand this is being done for the MFT. Can you

ookmg to reintroduce it bui). iero-A! “But to be honest I don't know what | could
claim for and neither does my husband.” LC: *T was just going to ask you that, we
often get calls from people saying ‘I don’t know what I can apply for and what I can’t.
It maybe on the website, but it would be helpful if there were maybe really clear
guidelines of who can apply for what, whether you've updated them.” AL:
“Certainly the annual report was clear about the sort of grants...” LC: “Just like a
‘fact sheet’, almost a fact sheet of, this is who can apply; this is how you do i, how

long it will take...” ieroai “And if there’s something that’s linked to means testing, or

there’s. ____f_’___AI_/ “but'_éméhaznly the website is being revised anyway so it needs to be
clear.” {ero-al “But you would have a paper copy for instance if someone was the ring
the office and within that you can state (as Jan was explaining) that the limits or the
amounts available may vary depending on circumstances or means testing whatever,
but people would understand it then if that was just stated.” JB: “But the office
guidelines, there are things that for example aren’t in office guidelines which can stll
be considered by the committee.” GW: “But that could be made clear on the website,
people could understand that if the details were put there. Can you confirm that the

320
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office do have a set of guidelines which list specific items be it washing machines,
beds, decorating, house moves etc etc, they have a list of specific items and the
amounts against those items. “Do you confirm that?” JB: “Yes”. GW: “so all you
have to do is simply put that list on the Caxton Foundation website, its simple and it
could be done tomorrow.” LC: “The other thing T wonder if it would be helpful if
you could do, is to have something about how decisions are made? So like a
‘decision making flow chart’. There may be something (and I don’t know), but it’s
the sort of thing that we get asked actually, you know, how do you make decisions
and my answer is “T don’t know.” But I think that sort of flow chart would be really
helpful.” AlL: “At the last meeting, Rachel said that you were getting a number of
questions and you would like to publish some fact but she didn’t get back to us.” LC:
T think that’s because she was an interim.” AL: “I understand that, so it would be
really helpful if you could liaise with Jan about what would be useful information to
20 on your website as ‘you get these queries’.” LC: “It is frequently asked questions
of things, and ‘what you can apply for?” ‘who can apply?’ ‘how long it takes?” “if you
can give guidancc on thc sorts of amounts and where it’s ﬂexibie and were it’s ﬁot’

that are avaﬂable, is it the same wheihcr it’s the first time you have treatment, sccond,
third, fourth whatever, what sort of things do you need to provide?”. AL: “Fine,
because we do need to speed up the process a’hhﬂugh we knﬂw that the process is

find it absoiutcly pathetic in a way that it’s not unreasonable for sgmebody m come to
yau and ask for a washing machine for example £250, which is not a lot of money for

a washing machine and yct there are people who have been given grants for £150
whmh I do find insulting.” AL: “The NWC is reviswéng the office guidelines at the
moment.” 'EEF_’___' “It is crazy that, you know, we're not talking London prices here,

we're talking Argos £250 for a bloody good washer. 1 know you can pay £300/£600
f01 a Bosch, or Whatever you want to do bui to bc msultcd by gg,ttmg a Lhcquc fox

Lmshﬁuld be abic to afford all of these things, then I think people would need to know
that as well, that would be useful” AL “I don’t think we make that sort of

board certainly rml ” GVVTi “There is some mmute% on the Cdxmn webme ﬂ’idl hsi a

figure of £14,000. 'EE‘_’._‘L “So they think you can manage if you’ve got that sort of
income? CL: “Just to say, that was very early days when we were not sure how many
beneficiaries were going to come forward and there was a question of whether we
needed to give preference to people on lower incomes and if we were going to have
thdt kind of cut off around }Ower 'incomes what that should be and we decided to take

...........

uscd that £14,000”.{ero-ai “You were look at a redeﬁmtjon of the d_x‘;ab}ed poverty line

as well.” CL: “Well exacﬂy because the 60% doesn’t take account of iliness or

disability. AL: “That’s right.” eROA “Has that happened since, or are you about to tell
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us something on that?” AL:” Anything more on matters arising? Can we go onto the
regular payments system please?”

Regular payments system

AL: “Subsequent to the department of health stating that they couldn’t provide us
with the resources to actually undertake the scheme that we’d asked for and the board
discussed this at great detail because they were very concerned that the information
arising through the NWC was indicating that a number of the beneficiaries were really
struggling and consequently they thought that a regular payments system which is
reviewable should be put into place. We considered a paper looking at actually who
did we think was going to benefit from this, and it obviously had to be those on the
lowest income where their income and expenditure was understood and that we would
as far as possible, start to institute a regular payment system. We were very
concerned that the level at which we might be able to support people would be much
lower then we actually wished to in the first place, but in looking at the resource
available and I still am convinced given the number of people we think this might
benefit, that we are going to be headmg for a fair overspend at the end of the day
which will cause big problems and we’ve got to discuss with the Department what
happens in that case but nevertheless, we are still in principle wishing to establish a
regular payment system which is reviewable. We have been very mindful of the
dangers of raising expectations if we suddenly find we are utterly inundated and the
census that we will have to undertake means that we've identified more people than
we anticipated, but nevertheless, the board is still intent on trying to take a step
forwaxd to alleviate the ﬁnancidi siwaﬁon of iis most disadvantagcd bencﬁciaries

w1th thc carers, make thcm a ‘one off payment’ yearly so that they can, when thuy
can, take a holiday, have a pamper day if you want to, go to the cmema if they want
to, and the money is already there. You could do that once a year.” AL: “A carer’s
payment.” JB: “But can 1 just say, that would be different, if the aim of the regular
payment system.......... 7 Al “Nevertheless that is a different 1 Issue but we will take

that up”. iero-Ai “T brought this at the very first meeting last year.” AL: “I know you
did.” JB: “But the idea with the regular payment scheme was to help those on the
lowest incomes and one of the things that had come out of the work with the NWC
was the fact that so many people had come through the committee asking for support

on low incomes....” ier A' “thl do you class low income do you class it on state

on very very low incomes..
when all those different 1hmgs are addc.,d wogether, and some people actually don’t
have that many things that add to that....” :GR i “T understand all that...” JB:

those were the people that we were speufzwﬂy uymg to assist. Now when we made
the business case to the Department of Health, there is this thing called ‘60% median
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the definition of the poverty line.”ioroa] “there’s a number of different definitions on
that...” JB: “It changes ‘year on year’, it’s assessed by the Government’s statisticians
each year but that figure is ‘kind of published’. Now, we felt that 60% median
income which is the poverty line was not something we wanted to aspire to, we
wanted o aspire to getting people above that and so we did various models to look at
costs and when we put the business case to the Department, we put the business case
on the back of 80% median incomes so that was lifting people above that poverty line
and that would have cost us an extra £3 1/2 million pounds and that is what the

Department of Health didn’t want to give us essentially.” G S0 it’s an extra £3.5

million per annum?” JB: “yes, that’s what that 80% median income level would have
been and what we’d wanted to do at that stage was to make people up to that level so
if the 80% median income for a single person was £11,000 for example, if you were
only on £6,000, we’d look to make up the difference between £6,000 and £11,000 and

and that’s what the Department threw out.”}eroa} “Is this treating an individual as an
individual’s income or are you talking aboul household?” JB: “I’s household
income, but it depends on the household composition so these 60% and 80% median
income levels change according to whether you're single, whether you have a partner,
whether you have children...” LC: “Just like a standard definition that is used?” JB:
“Obviously the greater the number of people in the household, the higher the level
because if there is ong of you, or if there is two of you, you need more to live on than
if there is one of you. So that was what the department didn’t want to fund, but as
Ann said, the board was still very keen to try and assist those people that we knew
were living on those low incomes but because the department didn’t want to give us
that extra money, we were basically left this year with a situation where any system
we could implement had to come in around the £800,000 mark, so that is a quarter,
less than a quarter, of what we would have neceded to run that system that we were
hoping to do so what we’ve looked at, at the moment is having to go back to the 60%
line so that’s effectively the poverty line (and there are still plenty of people living
below that), but again because we don’t have all the money we wanted, we won’t be
in a position to make people up to that, all we will be able to do is make some
additional payment to those households that have fallen below that level; we won’t be
able to make it up. At the moment, we don’t know exactly what kind of payment
we're gonna be able to make so the next steps is that at the end of August/the
beginning of September, we are going to be writing to everyone setting out what we
are hoping to do and setting out what those 60% median income levels are for those
different households so people know what the income levels are and then asking
people who want to be considered and who believe that they would fall into that
income bracket to complete a census so that we can then model how many people
we’'ve actually got and then work out what level of payment we can afford to make
from that £800,000 that we’ve got available. So it's significantly less than we would
have been able to do if the Department had supported our business case but as Ann
said, the board’s very keen to do something because we are so mindful that there an
awful lot of people living on very low incomes and at the current time, that is the best
that we can do to help those people and obviously if we were to move up the level of
income that are trying to assist the greater the number of people that would qualify
and therefore the amount that we could give them would go down, so we are having
to do this very much based on absolute income and real financial hardship so it’s not
going 1o be a scheme that benefits everyone because we are really trying to target
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disappointing it's not going to be able to achieve what everybody wants, but T do
think it’s important that you've kept yourselves mindful of it and you’re going to
introduce something, even if it takes you to an overspend because that will test the
Department’s so called commitment where they keep saying ‘you’ve never spent up
and therefore they’ve never needed to consider you needed more money’..” AL:
“Well yeah, an uplifi thank goodness, but nevertheless we’re just trying to be very, we
were trying to protect the grants schemes so that cven if you get a regular payment, it
doesn’t preclude that; we were trying to protect other benefits and payments that we
make; we could try to keep the staff costs down because this is coming from the
general allocation to ry our very best with a margin of risk (big margin of risk) to
make this as satisfactory a scheme as is possible.’ieroa! *] do think it’s important to be
seen (it might be risky), but it is important to be seen to be using all of your
resources.” AL & JB: “Absolutely.” GW: “because you haven’t been in previous
years have you? You haven’t used all your resources that you've had.” AL: “Well
we haven’t been able to locate sufficient, you know if you’'ve got a level of, of .. .we
think that, well we belicve, when we've asked the Department, that they, they've
made a guestimate of how many people might come forward and despite your
publicity and ours, we’ve never been able to reach that level which has been of
concern to us, which is why we’ve had to rethink how do we use the resource that’s
available, absolutely get it on the nail, and I have to say I think it will probably go
up”. GW: “From those costings you would have included the income of the carer, or
the wife or the partner?” JB: “Yes, because it’s houschold income.” AL: “That’s
how it is.” GW: “We have a big problem with that you see because basically what
vou've got then (I appreciate your situation) but what you've got then is a situation
where the carer or the wife, or the husband (if it’s the lady that’s infected) is actually
subsidising the ill-health potentially of the infected primary beneficiary, 1 find that
shocking that the wive’s and partners and husbands etc, have to basically ‘bale out’
the Department of Health.” IB: “That’s kind of a separate issue really isn’t it, that’s
kind of part of your bigger arguments with the Department of Health.” GW: “It sort
of ties in with vour using it within your modelling.” AL: “We did discuss all of that, 1
mean this has taken a long time to think through because, you know, we'd started out
trying to be absolutely as generous and reasonable as possible but we think that, you
know, let us do the census and let us recast generously,” GW: I think this just shows
what our health, this is what we’ve been up against for an awful long time.” JB: “I
think just sort of coming back to this Glenn, one of the things we also really wanted to
do was whatever kind of income benchmark we set, it had to be something that wasn't
kind of made up and it had to be something that was kind of, if you like,
nationally/internationally recognised so that there was some justification for where we
have drawn that line and sort of based on some other experiences elsewhere, using
this kind of model whether people have kind of views about household composition
and everything else, it is a genuine external ratified benchmark that we can use and so
that’s why we were really keen to do that as I said you know, we wanted to go beyond
that and was actually aspiring to get people up to the poverty line is not the kind of
aspiration that we want more than that, but our hands were tied financially as I said,
what we’ve got to play with is less than 25% of what we needed to do the system we
wanted. But 1 think once we’ve done the census and we’ve got all that information
about people’s incomes, it will actually give us some extra information to possibly go
back to the Department of Health with an embellished business case next year, say ok,
we still need this £3.5 million, now can we have it please? So it may be that certain
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things will change, we don’t know what’s going to happen in terms of final
settlement, it may be that, you know, where the APPG enquiry and the Alistair Burt
work end up, is that the charities need more money (I know that’s not your ideal
cutcome, you want us gone), but if there were more pressure/evidence put on the table
which a settlement for the whole community might entail, then this might be
something they would settle for doing and so we’d be able to revisit this, so I think it
kmd of tdkes us a b]t further forwald its not th.:re we want it to be, bu{ at ledst we

back to carers, I cauld g0 out 1o work but my husband’s urwmstam.es won'’ t aﬂow it,
1 could be earning a living, 1 could have been for years, instead I have to get £61.35
per week, out of which I've got to clothe myself, anything I need if I want a night out,
you try going out (I mean T had my nails done a couple of weeks ago, that was a gift) I
have to rely on friends, I can’t afford it on my income. I have to put into the
household on £61.00 a week, what am I left with? can’t come to the Caxton because
by the time I've come to the Caxton, I can’t give you the estimates you want, I can’t
give you the information you want, so we’re back again to the same thing, but then
again, you are going to take my £61.00 a week back into consideration with my
husband’s pension. I'm disregarded again, I'm not an individual,” CL: “Just bear in
mind, when you're looking at the sort of figure we are working to on the policy
figure, it increases if there’s two people in the houﬂ;eheld or if there’s two people in
the household with children, so it does reflect that.” i do understand that, but as
a carer who is getting £61.00 a week when I should ha\/c been making my own way in
life, and then I have to come and say ‘well, I'll wait 6 weeks, 8 weeks while the
Caxton make their mind up whether or not I can have a pamper day, do you think
that’s right? Because I don’t, I can’t just say ‘oh, I'll go for a meal tonight’. have to
save up weeks to go out for one night. I have had one night out this year and that was
a fortnight ago. How many night’s out have you had? And how many night’s out
have you had? I've never been to the Theatre, never, because 1 can never afford it.
The last time I went to the pictures was in 1990, because T can’t afford it. I I wanta
new pair of shoes, 1 have to save up for them, I can’t afford it. I don’t have any debt,
because I can’t afford it, so what is the Caxton going to do for me? What is Caxton
going to do for people in my position? In three years, they have done nothing; we
have said this last year at the very first Partnership Group meeting, nothing, nothing
has been done 'it’s stll exacﬂy the same, what is the peim‘?” AL: “Well T shaH be

AL: “Yes, 1 know”.

e When I was convinced by Mr Ltstcr to reclaim and then I put in for my funeral
p‘Ban and low and behold ‘we can’t give to carer’s because if we give to carer’s we
have to give to everybody else’. My income has been limited as much as my
husband’s, my husband can have a faneral plan because he's stage 2, I can’t, but
where am I going to get insurance? Are you going to leave my son to bury me,
because he can’t afford it, I can’t afford, and I can’t afford to save. So if, if my
husband dies before me — that’s fine, his funeral’s paid for, if I die after my husband,
who pay’s for my funeral? My son who can’t afford it? Because he can’t claim from
_ggygt()n JB: “Yes, your son would be able to apply to us for a funeral cost for you.”
{GRO-A] “Wcll can 1 have that m wrxtmcﬂ” J’B - "{l s on lhe website.” AL ‘I think that

dﬂ the other carer’s.” AL: “Yes, I m not talk.mg about you as an mdmdua} Im
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talking about carers, the whole issue of carers. ",959_}_\_: “It’s no good saying ‘oh well,
we’ll discuss it on Thursday and 12 months down the line things are still the same.
We can’t carry on like this, we haven’t got time, we are looking after people who are

> A}[ Yes 1 understdnd that, ok thank you.” GW “There ] dnothu one ac tuaﬂv

recent minutes that have been put on the Caxton Wﬁbsﬁﬁ and it confwms 1ha£ the
funsml p’lans are only allowed for stage 2 inft,c{gd bmcﬁcia.rics why only stage 2’5’?
eat

1mmmeml§/ worried about that as an 1ssuc, if we, we actually did a ca]cuianon about
how much it would cost for us to provide everyone who was registered with a funeral
plan, it would be more than our annual allocation, so if we gave everyone a funeral
plan upfront, a vear (well we'd only obviously have to do it once) but if we decided
that we could do that and once we do it for one person, we couldn’t not do it for
someone else, that would cost more than our annual allocation, so one year’s an entire
funding plus, plus, would be wiped out on funeral plans and one of the principles we
try to operate by is that we try to do, make our decisions in a way that we could do the
same for anyone who came forward in a similar sitnation. So if you, if someone who
wasn’t at stage 2 got a funeral plan, they’d be, we would have no justification for
turning down everyone else that came forward and that would mean that we couldn’t
do anything else that year and so we have to make those decisions based on what our
funding is and we could go back to the old argument about, well, we don’t like this
charity, we don’t like the way it’s funded and everything else, but we have 1o operate
within that pot, and that is the reason that there are certain limits put on things
because if we didn’t do that, we might, you know some grant making organisations
run guarterly grant programmes and if they run out of money at the end of the first
guarter, they go ‘sorry, we’'ve got no more money left’. We would not want to be in
that situation, we would not want to use up all of our money in the first quarter of the
year, s0 we have to put some of those limits in, in order to make sure that we're going
to be in a position to provide someone who has that same need with the same support
whether they come to us in May or whether they come to us in January the following
year.”

iero-A“How do you assess the impact on your budget if you were to take out a kind of a
filter along the lines of that what Skipton uses where they use these scientific
documents that have shown when people should become more imminently concerned
about their health as they are getting older as well, with relation to liver disease in
which case it was something along the lines of 25 — 30 years infection’ and you can
really start to get concerned about your health at that point, well that may not apply to
everyone, but you could use that as a threshold for saying people are entitled to claim
for a funeral plan.” IB: “1 suppose the thing is, on the Caxton side, we don’t have/do
those medical assessments so we don’t have access to the Skipton data, but we would
have to kind of revis’ii when peopie were infected‘ as you know, Skipton makeﬁ all the
provre%ed We are not in a powtxon to do that. GROA-“There is information in the
public domain and that applies across the board 0 everyone that’s registered with
Caxton, it’s a very simple mechanism you could use, and the actual date of infeotim

A nOL evu‘ybody has a date of the infection.” AL,
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“That’s true.” isroal “No, but it’s usually accepted (especially within the Haemophilia
population) that it was the date of your first infusion and for most that’s usually
childhood. IB: “But we would have to then be looking at medical records and
everything else and we don’t have the clinicians to do that, so this is kind of,
essentially, what I am trying to do is explain the stage, why we’ve come to that
decision about funeral plans for stage 2, but that principle about trying to do the same
for everyone, so that if someone comes to us asking for a specific in May, someone
coming to us in February is going to get the same answer, that is about actually going,
‘well if we modelled this, what would it cost if we did that for everyone?” And we
just simply can’t and that was the case, but 1 think it came out at over £3million,
wasn’t it when we look at it and that kind of set up blows all our budget for the year,
that’s not a sensible way to support people because someone who may be is only 35 is
not ;Joing_, to, you knew thcy’rc going to ha\/c other thinks that they want support on,

you can buﬂd into your future busmcss plans because yﬁu Ve got a machamsm by
which you could extend this scheme and still show that you are, you're being mindful
not to just give it ‘wily nily’. JB: “But I think there’s also the issue, you know we're
looking at charitable need as well, and can someone say who’s 35 demonstrate that
they have charitable need for a funeral p]an at that point, when we try and explain it,
some of it gets a litt e bit over %impliﬁed " AL: “What people need i 10, reassurance

recoguition, because funcrai plans as we’ve hgard are not available necessarxly if
you’ve got these kind of ﬁfe Eimiting mcdiczﬂ conditions $0 you do nef,d recognition

the funeml plan, say so many stage 2 per year, so manv stage 1 per year, so many
carer’s per year and do it over say 5 or 6 year’s rather then all at once?”. JB:
“Although 1 think given what we are looking at doing with the regular payments
system I don’t think we would have the_funding to do that” AL: “Within our

99 i

allocation we certainly can consider it.” {sro-A! “Can we not make a payment upon
death? You know, you are going to get roughly an idea of the number of deaths from
stage 2, we don’t know about stage 1 because, you know they're dying at a far
greater, I'm right in saying this aren’t [? That stage 1’s are dying at a far more regular
than stage 2.7 GW: ”Page 41 of the review shows that stage 1’s are dying in greatar

GW: “What’s your cxpencncc of the dcaih rate within Caxton i
the complete figures I bet.” JB: “No,.. no”. AL: “But wrtdmiv that's a hclpful

suggestion.” ieroa“There is a grant as you know with the Mac Trust am I right? There

was a payment upon death.” JB: “But we would do that as well, so that’s what we're
saying....” AL: “I think we just need to be very clear about what it is we're doing,
what the rules are, everybody should know and its just that.....”

Communications

Victoria Prouse (VP): “Firstly, we sent out a survey to primary beneficiaries and
widows and carers earlier this year, June time, and the idea of the survey was to get an
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idea from people want forms/types of communications they would be interested in
receiving from us i.e. newsletters or having meetings and then also to say if we are,
what is it you want to hear from us? So what’s the kind of things you want to find out
from us, going back to some of the stuff we were discussing earlier to do with what
information would be useful, so that we're not doing something that people don't
want to know. So, we've had a brilliant response, we’ve had about (as the figures
from yesterday) about 61% of people we wrote to responded which is great, obviously
responses are still coming in and as they’re coming in we are adding the figures to the
spreadsheet. The two sort of key things, certainly in terms of the types of
communications that people were interested in, the sort of the overwhelming interest
was in some kind of newsletter, be that by email or by post, I think there’s probably
very few people who didn’t want, express an interest in one or the other of those two
so that’s been a really resounding interest, about 60% coming back who are interested
in that. We’ve also had some interest in the website being updated as we’ve discussed
previously and keeping information up on the website. I think it’s been quite good to
point out that we’ve obviously had quite a lot of people who are very keen that we
didn’t just do everyihing oniim that we stiﬁ have paper versions ()f thing% and [hat we

the websﬂe side of thmgs that Obvmualy then would have access? Is it clear how
much percentage of the people responded are interested in the website side of things,
so you obviously know they’ve got website access.” VP: “Just under 50% actually
who are interested, and likewise in terms of the newsletter the interest in the
newsletter we got 60%.” JB: “Some people said they’d be interested in either, but
effectively there was a kind an even split between people who would want it by email

and people who would want it by post.”ieRoAI“A¢ least that shows at least 50% have
got access to email and so on.” VP: “Yes, we do get quite a Jot of....” JB: “Well,
that’s 50% of the people that replied obviously, not 50% of the total community, and
possibly the people that didn’t reply, will potentially more likely to be those who are

more reliant on paper.”

VP: “The other option we gave people was that to having regional meetings, there
was a much lower response rate from that, about 16% of people across the whole
community were interested in having regional meetings, around about 90 people in
total who came back with an interest in regional meetings.” AL: “But they’d also
ticked everything else” VP: “Yes, they'd expressed an interest in some other things,
so one of their options rather than their only option. In terms of the type of
information received, we gave people four options which was more information about
Caxton, the stuff we’ve talked about the processes and grants available, news from the
office — that kind of thing, information on new treatments for Hepatitis C, information
on benefits out there that’s available and also some information or signpost
information about other organisations that might be of interest to people. Pretty much
across the board there is general interest in all of those areas, out of all of them the
lowest was the information about new treatments, there was slightly less interest in
that — possibly because this was a mixture of primary beneficiaries and widows and
that there wouldn’t be an interest in....... Otherwise, a pretty even spread across the
rest, there was a really strong interest in all three areas and then some of the other
things we obviously asked people in another box for people to suggest other areas of
things they would like to hear from. Some of the more popular ones, we had a few
people asking about stuff more specific to older people rather than sort of the working
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age, I think paﬁicu}aﬂy that came from the widows. Some information more on

C, it is not just liver cancer.” GW. “Et 5 worth mmembermg ihat,” JB, No, but I
think Victoria just meant there wasn’t information about Hepatitis C, it was about
related conditions which weren’t Hepatitis C as whereas people are interested in that
information and new treatments.” (oro4! “Yes, but related conditions can be caused by
Hepatitis C”. VP: “So in terms of what we do, obviously this has all happened in the
last few weeks, we’re still getting the results in, they're dribbling in. Most of them
came in within the time period, but as they come in we are still updating, and
obviously the board will be discussing this on Thursday when they meet, because they
haven’t had chance to discuss this yet. Obviously we will be updating the website to
reflect some of this, some of the things that people have asked for, the updates and
we’ve got some information we are just preparing to go on the website to reflect some
of the requests people have asked for. We are also going to be recommending to the
board on Thursday that we look to apply it to the newsletter as that was the
overwhelming feedback that we’ve had from people, and that we will be offering that
in the post as a hard copy as well an email version and then the board will then
discuss what we do whether we proceed with regional meetings because it’s quite a
low interest in the first place and the trouble with meetings is that once you then
arrange a date and time, less people can make it, so once you’ve got that, it’s going to
be even smaller interest in that possibly for people that can actually attend at a given
time.”

of cmicisms really, you’'ve asked them about their interest in the regional meetings,
but 1 think you could have expanded that to ask on their interest in how they wanted
to be represented further, so are they interested in this kind of Partnership Group
representation or are they happy for people to be represented by ‘your so called
campaign groups, or representative gmups?__li think you’ve missed an opportunity
there.” AL: “This is the first of many”. “The other thing, vou didn’t include a
question on feedback. This was all about how they wanted to receive information
from you; what about them providing information back to you...” IB: “That’s
something that’s planned for later in the year, so this was just about information
coming out from us.” AL: “The feedback loop, what I've asked Victoria (as she’s
now taken up her post) to do, is to put whether everything is alright, what were the
handicaps, so we get a continuous feedback loop which can be fed to the NWC and
the board, so that’s ‘in train’.” GW: “You could have also expanded into educational
advice in there, not just meetings; similar to what the MFT had, because I know they
found it useful. We held a demonstration in David Cameron’s constituency earlier
this year, we stayed over the night before and met with a number of people we’'ve
never met before and those 2 or 3 hours actually chatting to people who were in the
same or similar circumstances, was invaluable and people really did appreciate it. If
there is only 16% of people that would like to do something like that. There will be a
cost element to Caxton, 1 do think it would be something worth considering and you
could expand it into other things, as I said, the educational and advice seminars in
terms of health related issues, benefits, living with hepatitis C etc, ete, it could be
really useful.” AL:” I think that Glenn, I would agree with you about education and
advice and I think it was in that context that we suggested such a meeting in the first
place.” JB: “I think the questionnaire did actually ask those things.” GW:
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“Educational and advice? I don’t think it did.” JB: “I don’t think it used exactly those
words but it talked about, it said an opportunily to meet members of the Board and
then a number of other things which was about what you’ve just said.” GW: “I don’t

education and advice, how do they want to receive it and do they want ‘this, that and
the other?” GW: “IU’s absolutely essential really, because this community are so
insular, the amount of people we have contacting us, who are desperately private and
don’t want information putting out, so they feel (even sometimes within their own
families) that they don’t have the opportunity to speak with people to express their
concerns and their worries and their fears, absolutely invaluable opportunity to meet
with other people who have been through exactly the same things.” JB: “What was
interesting though, which certainly surprised me on the survey responses we got back
where a lot of people who were very emphatic that the last thing they wanted to do
was meet with people who are in a similar situation to themselves and that was quite
interesting and that might reflect actually why the take up of that is so low, because
people, you know, they kind of don’t want it to be a big issue in their lives and they
Just want to get on with it and the last thing they want to do is mix with other people
who have been infected with Hepatitis C, and T was quite surprised by that.” GW: “I
think that’s a relevant point, and [ think a lot of people in our community are of that
mindset, they don’t want it to impact on their life in anyway, they want to carry on
doing the normal things; I was certainly in that position, you shun everything, you
don’t want anything to impact with your employment, with your hopes and ambitions,
with your relationships, you just want to ‘bury your head’ basically and its not until
you’re put in a position where you can’t ignore it any more, that you get to a position
where it actually controls you and you’re not controlling it, and I do think it would be
useful 0 have these for those that want t0.” AL: “I think it’s a fundamental
responsibility really, of ours is to provide a source by which education and advice can
be provided and there are different ways of doing that, some are very confidential and
very helpful like some of the helplines that have operated in the past in other
organisations that have been very heavily used in just such very difficult
circumstances, so we’ve got to think of the best way of doing that, that will suit the
needs of the community.”

haemophilia population versus the none bleeding disorder because bleeding disorders
tend to take a great interest in their treatment and they would want to know how
others are getting on with the latest medication that they are tryving with Hep C at the
moment for instance, whereas others tend to ‘not have been stung as we were’ and
therefore are still very much guided by their consultant and the NHS advice.” JB: “1
think what’s quite interesting is there was a very big interest in hearing about other
organisations and one of the reasons that we kind of changed the role that we had in
the office when we appointed Victoria, was to focus on, again coming back to this
issue of money, you know, we're never going be in a position to employ our own
benefits advisor, housing advisor’s, advisor’s on issues relating to older people, those
kind of things, what we want to do, is to have those links with those other
organisations so that we can refer people on and interestingly again, some of the
things that came out of the survey, was a lot of people saying, you know, when they
ticked the ‘other organisations’, other information they wanted, was specifically about
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things like older people, and I know there’s been, you know, several people that
Victoria has already been able to refer onto other organisations as a result of what
came out of that, so I think over time, its about building up that bigger network so that
when people have issues which we don’t specifically have the ‘in-house’ kind of
expertise to assist with, we're in a position to at least signpost people on and we have
that relationship to be able to do that, so that’s hopefully going to be, you know that

would be a really positive development.” .GRO-AE“(Z)H that issue alone, why don’t you
suggest, rather than ‘mini meetings’ that you do maybe two weekends for
beneficiaries to go and meet up, not for any (how shall we put i) meetings where a lot
of people won’t go to meetings, but they might to go to a family weckend. In the
haemophilia community alone, you have got such a wealth of knowledge on housing,
benefits, you name it, there’s somebody that has been in that position and have
information that they could pass on. You will find that a lot beneficiaries will talk to

another benef_ic' ry were they won’t talk to you so if you were {0 use, say a

iée

thmg@ isroat “Yeah, but we’ve never had that on the Hep C Lommumly EGRO-A. “Bul
again, that’s come down to funding and | think one of the issues with the Macfarlane

one was that they were very, very expensive and only a very tiny proportion of the

{“Exactly, and you don’t realise that peop ¢ are in the same position
“Once I'd actually broken the ice and done it, I was like ‘why have I
waited so h)ng it was actually so positive.” AL: “Certainly it’s a valuable suggestion,
thank you and we will look into it, because this will have to go back to the board.”

as you.”

Partnership Group

IB: “We were asked by the board to review where we’'d got to with the group since
we’d started around this time last year (you've all had a short paper with the pack).
As you know we started off with this group largely being made up of members of the
campaign groups involved. As the beneficiary community has grown in the last year
as well, we wanted to go back and look at what the makeup of that community was
because we felt that the Partnership group really needed to be representative of the
beneficiary community and all the kind of sub-groups that it’s made up of, and clearly
as we’ve been talking about earlier, we have all the primary beneficiaries but we have
widows, we also have people who are the dependents and carers of those infected, we
have a range of people in terms of age group, we have a range in terms of those who
have hasmophilia and those who don’t, there’s obviously male and female split as
well, and so when we looked at all of those and bits of information, we decided that a
year on, now was probably the time to try and get that broader representation on the
group and so that is why we are wanting to expand it and the numbers that we’re
suggesting are literally to try and reflect in a proportional way, the types of
beneficiaries that we have, so primary beneficiaries are obviously the predominant
group, we have male and female, we have people with and without haemophilia. The
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next highest group is the widows and widowers as well of course, we have male
members of the bereaved community and specifically carers as well, and in order to
make the group (if you like) a workable size, looking to need to shrink down the
number of people who are involved from the campaign groups and I think we omitted
to put it here, but in terms of the 3 campaign groups, we know that what we are
proposing would mean that your representation would kind of go down by one from
each of the groups for this expanded membership, but we would obviously be happy
for a different person from the campaign groups to come each time, so it would mean
that if someone wasn’t able to come, they would be able to send a deputy so that they
didn’t loose that representation each time, but that’s essentially what we are trying to
do. At the moment, in terms of the other stakeholders; the Chief Executive of the
Hepatitis C Trust has always been invited, he’s unfortunately never been able to
attend and I know from the earlier discussions, not everyone would welcome someone

...........

board? How do they represent views?” JB: “We have kind of infrequent contact with
them, we have kind of more contact at an operational level to be honest than we do at
board level” AL: *“Yes, the helpline manager is usually the person we do contact.”
LC: “Should it be then a representative from the Hep C Trust?” AL: “That’s what
we’ve asked for.” LC: “If there is someone who is helpful who understands the issues
everybody might face maybe...” GW: “We would welcome somebody from the Hep
C Trust and I've asked Charles Gore every time now, but he’s not been able to make
it. I contacted him again before this meeting....”} d

notice of the meetings. I mean this meeting was supposed to have taken place in May,
I phoned in April to ask when it was going to be and was told nothing had been
organised. Then I was told June, then I was told it might be July, then it was August.”
IB: “But coming back to Charles Gore, it hasn’t mattered how much notice there’s
been of the meeting, he hasn’t been able to attend so we were talking earlier about we
would encourage him to send a deputy.” GW: “I did ask him that actually.” AL:
“Because his ‘helpline manager’ is really, really useful and has a wide range of
understanding.” iGF ;ﬁi“Did he come to the original meeting?” JB: “No, he’s never
come. [ think we’ve always had the Chief Executive or the Interim from the
Haemophilia Society and we were approached by Haemophilia Scotland to also be
involved if they could.” LLC: “Dan’s just been made Chief Exec there, I think they
would be a positive thing for the community.” AL: “Yes. Is there a similar group in
Wales do you know?” LC: “No, we cover the whole of the UK still so we cover
England, Scotland, Northern Island and Wales, but Dan and Haemophilia Scotland are
specifically looking at issues in Scotland, a lot of it is around campaigning amongst

other stuff, so we cover the rest of the UK.”EGRO-AE “We also have a Scottish and Welsh

rep as well (Taintedblood) so we get feedback from them.” AL: “In talking to the
Welsh Minister, he’s asked me to see their equivalent of the APPG which is I think

Chaired by Julie Morgan, Rhodri Morgan’s wife whose now got his seat, so I have

JB: “What we are proposing to do now is, obviously there will be some discussion
now, but the next steps would be to actually to go out to people specifically asking
them to express an interest. You may remember that we approached the bereaved
community last year to get a representative to come on we do actually have someone,
her name is noted in the last minutes, GRO-A , who has agreed to be the
representative for the bereaved community, so she was unfortunately not able to come
this time, but we’ve kind of, you know, we were incrementally starting to do it, but I
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think we need to, it would be nice to get a male member of the bereaved community
as well to reflect the people that we support. But to actually now write out to people

as a member of the Manor House Group T was also supposed to be “for carers’.” JB:
“I think we would need 1o talk about that and work out what, in terms of the Manor

__________ 1
D

House Group, what your representation would be.” isroa! “But I'm a carer as well as
campaigner.” JB: “Yes, I appreciate that. But I mean, Glenn is here as a primary
beneficiary as well as a campaigner.”{eroai“There are a couple of points I've got on
that. The question mark over how you are defining a campaigner, because we’ve got

700/nearly 800 members, do you count them as campaigners just because they send 1o

are people who are very actively associated with those groups and who would want to
come and represent those groups in the way....{sRoal “If you are going to make this
definition tighter, are you basically talking about the board members of CBC, TB, and
Manor House?” LC: “was it ‘acting with that hat on’?” JB: “Yes, exactly.” LC: “So
i “T have never done that, I
have only ever come here to be a representative as a carer.” LC “It sounds like you
could be here as a carer and your role here would be as a carer, you might happen to

be a part of a campaign group and that’s fine, or you might be here as a representative

helpful”, isroai “The other thing was, on the primary beneficiaries you've got at least
one with haemophilia, at least 50/50, I think there is the potential there for von
willebrand and haemophilia representation and you then get male and female.” LC “It
could be from the bleeding disorder community, which is more representative.” AlL:
“Well this is just a suggestion at the moment to take back.” JB: “That’s a fair point

because that would then would do the male/female balance.”

the Partnership Group, and what has the role been, because I am very confused
because, [ will tell yvou for why; 1 have been a member or the Partnership Group since
it started, I have never once had a telephone call, an email, any letter, anything to say;
this is what we’re thinking of, what’s the feedback from yourself, from the carer’s
position (I don’t know about any of the others) we have never had a feedback, we
have never had a phone call, we’ve never had a letter, we have never been consulted,
you’'ve gone off, you’ve done everything and then you’ve come back and said ‘there
you are, that’s what we're going to do’; so why have the Partnership Group?” GW: “1

..........

paper, we’ve decided; the board’s decided; this one’s decided; that one’s decided.
Everybody’s been included at the Caxton, not once have any member (as far as I'm
aware) of the other side of the Partnership Group been consulted. How can you call
that a Partnership when the Caxton board are making all the decisions, there is no
consultation, there is no information, there’s nothing given to the other side.” JB: “I
think that’s a little unfair actually, because we talked about the Regular payment
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system last time, we've got your input, we've now falked through this time what
we're proposing to do on that, amd we ve tal}\cd zhmugh the stuff on the

bczwml this side of the table dnd that szde m between meetmg_ It _was_last

November i thmk tha{ the Iast meetmg was. Have vou @poken toi GRO-A ‘?

or anybedy from thc Caxmn? Havg you gpokcn to any of us? No, nobody has. 1 had
to phone (I don’t know about the others), but I had to phone in April to find out what
was happening about the May meeting which is now obviously August, nobody
phoned me back, I had to then phone again and phone again, and phone again. T even
had to phon&: up and ask xy_he

1e__minutes of the meeting were bcing sent out.” AL:

between -fggf,-“Becau‘;e there isn’t any.” AL: “That s not exax,tly right, but 1 fully
accept the responsibility for absence of adequate communication with the Partnership
Group and have been discussing with Charles how we do improve that and to make it
more meaningful. We have brought the Partnership Group paper (which you have
seen at the same time as me) to this meeting to ensure that we do get your VieWi hack

393 ELI]

“‘Becauw it’s thcm and us’”. AL: “Well th«lt § not how it’s suppoacd o be . -_9_59_/_4__
“That’s basically what it is” them and us’.” AL: “I don’t think s0.” GW: “1 have 10
agree, and then we have an ongoing trawl and fight to get things changed. The fact
that the word ‘beneficiary’ was changed to ‘clicnt’, and then we had an ongoing fight
for months and months to get it changed back to ‘beneficiary’ again. You know, if
you’d have spoken with us beforehand and got our views and opinion, then we would
have never gone down that road, and this is just another case in point. At the first PG
meeting, we discussed the make up of the Partnership Group. I wanted the same sort

of input that the MFT people had; with the MFT aﬂ of the beneficiaries can attend

their meetings and rightly so..”ieroar'Not any more.” GW: “because each individual’s
want to give their input. At least have the opportunity. I know a lot of them won’t
want 1o, but we should at least have the opportunity of attending and speaking on their
own behalf because a lot of people don’t want campaign groups speaking on their
behalf.” AL: “That’s true.” GW: “So, it was arranged that we were going to have 2
meetings a year with the campaign group members, and we was going to have one

overaﬂ mccting avery year that cver)bodv could ammd and thcn we rcad things like

agreed hemrc ygu even sem the qusshonnaare out.” AL: “Yau were talkmg on behalf
of the campaign gloups now we wc_‘,ru_tcstmg it wxlh the b@rxeﬁmmies and that’s oniy

agreed that thare was going to be, Eater on in the year or, no in May actua‘ﬂy, the same
time, because of the daylight and it was of the weather that you were going to hold
one big meeting for all beneficiarics. We assumed that had been agreed, and then all
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of a sudden there is no Parmcrship Gmup mccting, there’,s no big meeting, it was

were ihese action points come in, the thmgs that we've abreed and I:he thmgs that have
got to be addressed.” AL: “l agree.” IB: “I think i’s also about being clearer about
the other bits of the jigsaw that we have to take in terms of, even the regional
meetings, I mean we, there's obviously a very low uptake on that from this survey,
dud bome{imeq it mighz be agreed E,hdt that is th'{ might happen but actually if there

out of the communication survcy, What da you thmk of the work that the Caxton
Foundation do?” IJB: “That’s not what it was about” AL: “That’s part of the
feedback loop, that’s the next phase.” LC: *Is there a ‘terms of reference’ for this
group?” AL: “Yes”. LC: “So that might be useful to share” AL: “Reshare” LC:
“Reshare, yeah, that might be a useful thing and then maybe the next meeting is a
discuesion about it When you’vg got new pwpig appeintad AL “If we get our

gioups we ae;tuaily do try to represent core bodge% w1thm that S0 you haven t got
your ‘out and out’ campaigners, a lot of people come to us very privately and they
don’t want their names out.” AL: “Of course, we understand that, ok, that’s very
helpful, thank you, I shall feed that back to board.”

GW: “The one thing 1 wouldn’t want to see is this overall meeting going adrift, [ think
I would want to see one overall meeting {called an AGM, whatever you like) but one
meeting per year where everybody can attend. T have spoken with the other
Partnership Group members (apart from-_é'»é::'f. who dfi‘l\fbd late) and we seem to bc in
agreement about that, what do you Ehmk.ea '
thing is, you could throw it open, but it d"()'éght sound like you are Um% o get a
massive uptake.” JB: “And that’s the issue, and we would spend a lot of money doing
that kind of event for very little uptake, I think that's the concern.” GW: “I think
that’s what it comes down is the money more than anything, its not about what’s best
for the beneficiaries, it’s about what iU’s going to cost.” AL: “Of course it’s what’s
best for the beneficiaries, it’s what they think and want.” JB: “To ran a meeting where
there were virtually no people there in a big venue with lots of advisors on different
things, I think would be probably a bit uncomfortable for everye)ne to be honest, 50

9%

we need to look at whether there would be that uptake.”jero-alWhere we are looking at
the number of primary beneficiaries, widows and so on, fione campaigners, are we
talking potentially the same people year in year out, or are you talking about maybe
throwing it open and making reselecting itself on an annual basis?” AL: “Not annual
because that would be unfair.” LC “Lots of Boards are 3 yearly, so 3 yearly would
make sense.” AL: “It would be unfair a vear.” “Because that would give a
chance for that kind of circulation.” LC: "“New peepk to come forward if they

wanted t0.” AL: “And we will refer the meeting back to the board.” -359_»5- “Are you
going to share this survey with us as well please?” AL: “Yes, we're giving it another
couple of weeks Dave to make sure that we capture as many people as possible. We

can send out with the minutes.” VP “Yes, we will be letting the beneficiaries know
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what the outcome is.” Al “Are you sure the 16% are not government fudged
figures?” AL: “No, they are not. Any other business?”

AOCB

GW: “This is in terms of when people {and it effects quite a few people) when they
apply for grants and they have been told that they've got to jump through all these
hoops including census forms, seeing Neil Bateman, Jayne Bellis of Pennysmart, a lot
of people for different reasons don’t want to do all that, so I feel there is a danger of
those people falling through the cracks, they’re not going to get any help in the future
because they are not prepared to jump through your hoops. So, what are those people
going to do?” JB' “To be fair, | can think of very, very, very tiny numbers of people

-_959_5_‘“(“111 I aik if comcbndy accepts the: help that’s offered — the financial ddVlC(:‘: dnd

everything else, and goes away and then 6 months later find themselves in the same
probiem what happcns then'? Do they rega back to the debt advisor" Are they

“Agam it ha‘;n t happened i

h 1GRO-A] ‘But if thcy dld"’ IB: “We’d have to dea] wxlh 1t
then.” {ero-Ai “What would the action be, would they be refused again?” JB: “There
would have to be a discussion at that point, it hasn’t happened yet.” GW: “People
have been referred (and 1 know this for a fact), referred to Neil Bateman and
Pennysmart multiple times, so they will maybe see them, they’'ll get the help they
need from Caxton for a while, and then because they claim from Caxton, well you've
got a problem with your income, so you’d beiter go and see Neil Bateman again.
They’re put on a hamster wheel basically, you're going round and round on this
hamster wheel, and I know of one individual who has been on it four times and they
are pressurised because they know full well that if they refuse to do these things,
which Caxton are forcing them to do basically, because if they don’t do them then
they’re simply going to have any grants stopped, they’re left with nothing. So they
_feel manipulated, they feel pressurised into doing something they don’t want to do.”

i "I agree, we do hear about cases like that and people whose circumstances really
do not change in-between these referrals, and its like nothing has changed, what do
you expect by having to go through the same process again and again.” LC: “That’s
certainly is something we’ve heard occasionally, people feel like their situation hasn’t
changed, they’'ve been offered 1o sece someone and there may have been a slight
change in how they deal with whatever debt they’ve got, but actually the overriding
thing that their outgoings are more than their incomings haven’t changed.” s
some people, the balance between the income and outgoings is just never going to get
resolved no matter how many times you refer them because their situation is just that
dire.” LC: “So there is something about recognising for those people where it isn’t
changing, what happens to them? If you can be clear about why things happen?”
GW: “Because when they see Jayne Bellis and Pennysmart they are now given a form
to say ‘can that information be shared with the Caxton Foundation’. We had a real
fight at the beginning with the Caxton Foundation being set up because we found out
that information (and this is quite serious) was being passed back from Neil Bateman
and from Pennysmart, back to Caxton without the knowledge of the individual, so
there are people out there who've had information passed back from Neil Bateman,
certainly Neil Bateman, T think Pennysmart as well, back to the Caxton Foundation
without their knowledge and that is outrageous. Now, they're asked to sign a form
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but it’s got a bit of a leading question on the end of the form because it says ‘can we
share your information, if not it may affect the help we can give you in the future’. So
it they want to remain private, which is perfectly understandable and reasonable, then
again they are potentially not getting the help. The other question I have; is, if
somebody thinks, right, T don’t trust Caxton to transfer information (because I don’t, |
think possibly information does get fedback from these people) and they want to seek
independent advice from say, Citizens Advice Bureau, or a debt advisor, or a local
community benefits team, which I know there are several around the country, if they
want to seek independent advice without going through Neil Bateman and
Pennysmart, are they able to do it? And if they do, obviously they won’t be providing
the information back to Caxton, there would be no connection with Caxton, will they
be penalised for doing it? JB: “Well a) of course they can do it because everyone is
free to take advice from wherever they want it, [ think if someone had gone down that
route and maybe gone to a CAB advisor about something, if they then came to us
asking for support with something, and 1 think there probably have been a few
examples I can think of, people have fed back to us what the advice has been, so if for
example sometimes as you know, if people are in a lot of debt, they get onto some pay
plans and things like that, and people make us aware of how they’ve decided to deal
with that situation and therefore what it means and what support they’re looking to us
from.” GW: “You maybe don’t realise, but you are actually creating a trap for people
because however they do it, they could do it through the people that Caxton have or
whether they do it independently and they don’t share the information with Caxton,
which is their perfect right, and you see¢ that, that person is in the same situation
(pretty desperate situation possibly) that they was in before they got the advice, then
where do you go from there? You're trapped.” LC: “Is there something where people
could get a letter from wherever they’ve gone independently to say ‘these people have
taken advice, they are following the advice’ and that’s all you would need to know?”
IB: “Yeah but what I'm say is, that’s the kind of thing that we do get.” LC: “So that
happens and that would be ok? Maybe that’s another of those things people are not
understanding, that that would be enough, you wouldn’t need the details of or on this
payment plan, so again that information I think of, that would be enough to say ‘they
are following the advice they’ve been given independently’ would be enough for you
to say, ‘ok, we can make an assessment on just that piece of information.” CL:
“There are a number of cases we’ve seen where people have, you know, had help and
advice in consolidating their debts and we haven’t, you know, that’s fine, we don’t
ask them to demonstrate any further that’s what they’ve done.” LC: “So maybe that's
a concern that people have that actually may not be founded on reality, but actually
that concern is there.” GW: “It comes down to detail of the information that’s on the
website again. I know people that have certainly fallen into that trap, I certainly have
and 1 class myself as someone who has a reasonable understanding of this
organisation, so if I have, then ‘you can bet your life’ there’s going to be a lot of
people out there who are having that problem.” LC: “So if we are working on the
frequently asked questions..” AL: “Yes.” LC: “These are the things you think need
to be included in that and we can share as much as possible.” AL: “Thank vou, that
would be helpful.”

GW: “One last thing, that is 2 hours really for this meeting, I've got a list of
questions, and was wondering whether future meetings could go on for longer, say a

full afternoon or the full morning, because a couple of hours really to discuss the
number and the depth of the things we want to discuss, isn’t really enough.” AL:
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pomts that we mi ght not have the mformatmn ready.’ -f_ffg_/_*-“J ust one more point, you
may not have the answer now, but you can always email me with it, could I clarify
exactly what the process is you go through at the moment for the mcdlcatwn related

ongoing paymem 7 AL T will, Weii we’ll email ever ybody oro-al “50 T can bf, ck:dr

Whatevcr 7 AL *Yeah, o .GROA “Can I just aqk thcrc was one thing, you were

.......... o

working on a data base on pcrformam:f: indicators.” AL: “Yes, that’s right.”{ero A5

that ongoing? Is that being used now, or is that..?” JB: “Yes, that’s just been
effectiveiv imtaﬂed' we’re just doing lhc final bits of data handiing 7 VP “Ye:ah

imminent.” iGRo A-“S{) it’s it 1mmmem‘7 Ok, we wait with mtercst to see how it works.”

AL: “Fine. Thank you very much and have a safe journey.”
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