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I provide this statement in response to a notice under subsection 21(2)(b) of the Inquiries Act 

2005, dated 15 October 2020. 

I have done my best to answer the very detailed questions posed in the section 21 notice. I 

left my post in 2018 and no longer have access to the AHO's documents, so this statement is 

inevitably based on my incomplete recollection of events which took place some years ago. 

In relation to some questions, I have either no recollection or only a vague recollection of the 

matters raised. The details of applicable policies and procedure should be evident from the 

documents available to the Inquiry. The Inquiry team have provided me with some documents 

which they have identified as potentially relevant. However, I cannot rule out that there may 

be other documents in the AHOs' archives (to which the Inquiry has access) which 

demonstrate that my recollection is incorrect. 

I would also like to state for the record that I never received two Rule 9 requests referred to in 

this s. 21 notice: one the Inquiry states was sent to me on 2 July 2019, and one the Inquiry 

states was dated 21 October 2019. As I never received these, I could not respond to them. 

1. Prior to the commencement of my employment at the Macfarlane Trust (MFT) and the 

Caxton Foundation (CF) on 3 January 2013, I had worked in the charity sector since 
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1997, and as a charity Chief Executive since 2001. Prior to that I had worked as a 

2. 1 was appointed as Chief Executive of MFT and CF via an open recruitment process, 

which included an open advertisement. I did not know, or know of, Roger Evans, prior 

to my appointment. 

3. I was Company Secretary for MFET. 
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Macfarlane Trust 

7. I understood the aims and objectives of MFT to be to provide financial and other 

support to the beneficiaries of the charity. I cannot comment on the principles or 

philosophy which underpinned the charity's establishment as I was not involved in its 

establishment. 

8. I understood that MFT had been set up by the then Secretary of State for Health and 

that DHSC was the sole funder of the organisation. 

9. As a charity, the Charity Commission was the regulator for MFT. During my time at 

MFT, I do not recall any communication with the Charity Commission outside of the 

their annual accounts. 
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10. Charity trustees are not allowed to be remunerated for acting as trustees. However, 

they are permitted to claim travel and accommodation expenses related to attending 

meetings, and some incidental expenses (eg postage, telephone calls etc) related to 

their duties as trustees. My recollection is that some MFT trustees (my recollection is 

those who travelled from outside London) claimed travel expenses during my time at 

MFT. 

Caxton Foundation 

to the beneficiaries of the charity. I cannot comment on the principles or philosophy 

which underpinned the charity's establishment as I was not involved in its 

establishment. 

12. I understood that CF had been set up by the then Secretary of State for Health and 

that DHSC was the sole funder of the organisation. 

13. As a charity, the Charity Commission was the regulator for CF. During my time at CF, 

I do not recall any communication with the Charity Commission outside of the annual 

returns process, where charities are required to make annual submissions of their 

annual accounts. CF also had a corporate trustee and was therefore also regulated 

by Companies House. I do not recall any communication with Companies House 

outside of the filing of annual accounts and changes to directors, which as I recall were 

all submitted by CF's auditors. 

14. Charity trustees are not allowed to be remunerated for acting as trustees. However, 

expenses during my time at CF. 

Appointments of Trustees/Directors 

15. The process for electing/re-electing trustees at MFT and CF was set down in the 

respective organisations' Trust Deeds. 
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16. My recollection is that the MFT board could comprised up to 9 trustees. I recollect that 

initially, 3 trustees were appointed by DHSC, 3 by the Haemophilia Society, and 3 by 

the board itself. During my tenure I recall there being 2 beneficiary trustees. 

rr1ItII r 111111.1 

16(a) I can no longer recall why the Haemophilia Society stopped making nominations to the 

MFT board in 2013. 
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16(c) I recall 2 beneficiary trustees of MFT during my tenure. I do not recall any board 

discussions regarding conflicts in relation to having user trustees. 

17. I cannot recall whether there were formal policies regarding trustees/directors being 

organisations' governing documents. There were some trustees/directors who sat on 

more than one board and I recall that the two directors of MFET were required to be 

the Chairs of MFT and of the Eileen Trust. I was not aware of any negative impact of 

trustees/directors being on more than one board, and it did mean that those 

Departure of Trustees/Directors 

18. I can no longer recall the length of time trustees/directors of MFT and CF could serve, 

but I do recall that they could serve more than one term. 

19. My recollection is that the CF directors who left between 2013 and 2015 either left at 

the end of their term of office or due to a change of personal circumstances which 
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meant that they could no longer continue to fulfil their role as board member. As 

20. 1 can no longer recall why Alan Burgess stepped down. However, I do recall that he 

was already a trustee when I was appointed, so it is possible that his term of office 

came to an end. 

Relationship between directors and senior management 

21 (a) I was not aware of any difficulties in the working relationship between the trustees of 

the MFT and CF and the senior management team. 

a fflon►g►It1 

21 (c) N/A 

21 (d) I worked most closely with the Chairs of the respective boards, which in my experience 

is usual, as the Chief Executive reports to the Chair. I also worked closely with the 

Chairs of the respective board subcommittees. 

Appointments/departure of staff 

22. The restructuring of the support team across CF and MFT was undertaken because 

since CF had become operational, there had been no review of the staffing in the team 

22(a) The more senior Director of Operations role was created to replace the Support 

Services Manager role, as the organisations required someone who could deliver a 

greater focus on, and improvements to, customer care (such as grant turnaround 

times) and who had greater awareness of the changes in external policy which would 

impact upon beneficiaries (such as changes to welfare benefits) and could ensure the 

organisations were aware of, and able to respond to, these. I do not know what is 

meant by "financial advisor" in this context; no `financial advisor" role formed part of 

the restructuring of the team. 

22(b) Each year MFT received an allocation from DHSC, and under the arrangements DHSC 
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5 AHOs, to meet staffing and premises costs. To my knowledge MFT had never 

received a s.64 grant, as the organisation was 100% funded by DHSC. There was no 

separate "beneficiary pot". As I recall, there was an increase in costs in appointing a 

Director of Operations compared with the former Support Services Manager role, but 

the boards considered this an important investment to improve the standards of service 

delivery. 

22(c) An Assistant Chief Executive was appointed following the departure of the Support 

Services Manager to cover the workload across CF and MFT prior to the appointment 

23 My recollection is that the changes in personnel were due to the restructuring. 

23(a) Turnover was therefore not high; and 

23(b) As the changes were due to restructuring, exit interviews were not required, as the 

24. Staff salaries were based on a pay and grading system which already existed when I 

took up post. I have no knowledge of whether steps had been taken to ensure parity 

with the charitable/other sectors when it was introduced. 

25. The minutes of the Board meeting on 25 April 2016 (minute 830.16) set out why it was 

thought that NHS pay rates were not an appropriate guide. The minutes state, "The 

board felt that it was not appropriate to benchmark Alliance House staff against the 

26. CF did not move away from incremental pay scales and pay salary increases based 

on performance. 

27. Incremental salary progression was a contractual term for staff, which entitled staff to 

move up one incremental point each year until they reached the top of the scale for 

their grade. I do not recall whether and for how long any pay rise was put on hold, but 

once the matter had been clarified, the pay rise would have been backdated. It should 
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be noted that CF and not MFT was the employer of all staff who worked at Alliance 

House. 
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29. N/A — see 26 above. CF and not MFT was the employer of all staff who worked at 

Alliance House. 

30. My recollection is that the payment was conditional upon staff staying unti l the end of 

the financial year. My recollection is it achieved its aim of getting staff to stay. 

Use of external advisors 

33. Pennysmart was appointed to work with beneficiaries on debt/money management 

advice. They were independent and regulated by their own industry regulator, and 

they made recommendations to CF/MFT on each case if appropriate. Sometimes 

outcomes for beneficiaries did not involve CF/MFT. 

34. Beneficiaries were asked for their consent, and a referral then made by CF/MFT. 

36. The board commissioned the proposal from Blackrook Media and I attended the board 

meeting at which the proposal was discussed, but the board decided not to engage 

Blackrook Media. 

.. 

37. No communications strategy was developed for CF/MFT. 
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38. Strategy development was the responsibility of the board, and I was involved in the 

process which resulted in a strategy being developed. As CF had only been 

operational for a relatively short time, it was the organisation's first strategy. 

39. Strategy development is the responsibility of the board, and as I recall, no financial 

AT 

42. There was no regular pattern of meetings between MFT and DHSC outside of the 

43. I attended the annual review meetings between CF and DHSC and the meetings were 

minuted. There was no regular pattern of meetings between CF and DHSC outside of 

the annual review meetings. Ad hoc meetings were arranged either by email or 

45. My recollection is that ad hoc meetings were not minuted. 

46. MFT and CF had been established by Trust Deeds which set out the nature of support 

that could be provided and to whom; my understanding is that DHSC had been 

involved in establishing the Trusts at the outset. The Trustees of the charities had 

discretion in deciding how this support should be delivered, taking into account the 

Trust Deed, charity law, and the funding available from year to year. Each year the 

charities received a letter from DHSC advising how much money had been allocated 

for that financial year. 
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46(b) To my knowledge DHSC had no involvement in the content of any policies developed 

and adopted by MFT and CF. 

46(c) To my knowledge DHSC had no involvement in how MFT and CF discharged their 

responsibilities to beneficiaries. 

each charity had each year. 

47. I recall that both MFT and CF at different points raised concerns with DHSC regarding 

funding levels in writing and in individual meetings - although due to the passage of 

time I am unable to recall specifics - but that no additional funding was forthcoming. 

48. MFT/CF made representations to DHSC where the boards considered that DHSC 

With regard to the MFT board meeting of 21 January 2013 and the draft letter which 

one of the trustees tabled, as recorded in the minutes of that meeting, I believed that 
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further negotiation if an unfavourable answer was received. However, whether to send 

such a letter to the Minister was a decision for the trustees. 

you refer to. 

48(b) It was a matter for the trustees whether they considered it appropriate to challenge the 

DHSC and in what way. In my view, it was not a question of "showing loyalty" to DHSC, 

but rather one of negotiating possibilities, which the tabled draft letter would effectively 

have removed. 

48(c) DHSC were already aware of the issue of underfunding, as, as I recall, a letter 

regarding underfunding had already been sent to DHSC prior to my joining the 

organisation in January 2013, and to which an answer was still awaited by the time of 

the meeting on 21 January 2013. 

49(a) My previous statement, "Because of our day to day contact with beneficiaries it was 

important to give DHSC practical insights into the impact and practicality of proposed 

DHSC policy changes", refers in general terms to any potential policy changes the 

DHSC might have been considering making. 

49(b) These insights would have been given either at meetings with DHSC officials or in 

writing. 

in DHSC consultations and reforms either at the very last minute or after they had been 

50(b) Due to the passage of time, I cannot remember details of when DHSC did/did not take 

MFT/CF's input into account. However, I do remember the January 2016 consultation 

document, "Infected blood: reform of financial and other support" where the Alliance 
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although I cannot say whether this was as a result of our comments, or as a result of 

comments received from others as part of the consultation, or both, had DHSC 

involved us in the early stages of drafting their consultation document, we could have 

advised them that the proposals would have had a negative financial impact upon 

beneficiaries before they published the document. 

51. My recollection is that during my time at MFT/CF there was very little involvement with 

DWP apart from in clarifying the status of payments beneficiaries received from the 

Alliance House organisations (ie these payments were disregarded by DWP when 

assessing eligibility for welfare benefits). 

51(a) There were occasions where beneficiaries' benefits were stopped as a result of local 

DWP staff not understanding the status of the payments beneficiaries received from 

MFT/CF. 

51(b) In these cases, we gave beneficiaries support via our expert external benefits adviser 

to get their benefits reinstated. 

51(c) My recollection is that these cases were due to local DWP staff not understanding the 

status of the payments received from the AHOs, and this was raised with the respective 

local DWP department by the benefits adviser. 

Section 4: Funding/finances of the AHOs 

52. The funding MFT/CF received was designed to provide additional financial support to 

beneficiaries in need, over and above the payments beneficiaries received from either 

MFET and/or the Skipton Fund. If the organisations had received greater funding from 

DHSC, clearly they could have provided additional levels of support. In relation to 

MFT, the main financial issue was that the annual allocation was not equal to the 

historical pattern of financial support that MFT had provided to beneficiaries, and in 

spite of regular representations to DHSC for additional funding, this was not 

forthcoming, and during my time in the organisation, each year MFT had to use a 

portion of its reserves to make up the shortfall. In relation to CF, a specific financial 

issue was that when the organisation wished to introduce a regular payments system, 

DHSC did not agree to increase the organisation's allocation, and therefore a lower 

level of regular payments which was affordable within the existing allocation had to be 

introduced. 
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percentage of beneficiaries in each country, and CF knew each year how much was 

available to spend on beneficiaries in each country. With regard to MFT, I understand 

that the devolved administrations contributed, but that this was an internal mechanism 

at DHSC/devolved administration level, and MFT was never given separate allocation 

figures for each country. 

54. MFT/CF received small amounts of money from bank interest. In addition, MFT 

received income from its investment portfolio. 

56. The MFT board decided on the level of reserves the organisation should maintain. 

During my time in the organisation, MFT used a proportion of its reserves each year to 

make up the financial shortfall in the DHSC allocation and thereby maintain the level 

MFT's negotiations with DHSC for increased funding. 

in this way was able to maintain the level of support that had previously been provided 

to beneficiaries. MFT was aware of the fact that beneficiaries relied upon these 

payments from MFT, and therefore sought to protect these. Clearly, this could not 

have continued indefinitely as, without additional DHSC funding, the reserves would 

have run out. The focus on protecting existing payments meant that MFT could not 

increase existing payments to beneficiaries nor introduce new forms of support. 

59. Budgets were drafted by MFT and CF prior to the start of each financial year, and 

confirmed once DHSC advised the organisations of their respective annual allocations. 
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reserves to supplement the annual allocation, and CF implemented a lower level of 

regular payments. 
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60(b) CF/MFT were not asked to provide draft budgets to feed into this process, and had to 

budget according to the allocation given each year. CF/MFT had no input into the 

DHSC annual allocation process and therefore had to make representations for 

additional funds. 

61. See 53 above. I recall that CF did request additional funding from the devolved 

administrations. Because the proportion of beneficiaries in the devolved 

administrations was relatively small compared with the proportion in England, the 

actual monetary allocations for each country could also be relatively small, particularly 

for Northern Ireland, and demand for financial support could exceed the allocation 

received. My recollection is that when we requested additional funding directly from 

the devolved administrations, this was always forthcoming. My recollection is that the 

requests were made in writing but, as stated previously, I have not retained any 

62. I recall that the Skipton lookback exercise caused a significant increase in Caxton 

beneficiary numbers. 

62(a) There had been an underspend in previous years. I cannot recall the reasons for this. 
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as a result of the increase in new beneficiaries. 

62(c) As I recall, representations were made to DHSC, but no additional funding was 

forthcoming. I cannot recall whether DHSC was advised that CF would ned to reduce 

its winter fuel payments. 

62(d) I can no longer recall the detail. 
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64. Due to the passage of time, I can no longer recall whether a business case was made 

in 2016/17. 

regular payments scheme. 

66. CF decided to proceed with a regular payments scheme, but the level of regular 

payments given to beneficiaries had to be reduced so that it was affordable within the 

annual allocation. 
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68. I cannot recall how often there was an underspend on the MFT budget. However, my 

recollection is that these underspends were against a deficit budget, ie a budget that 

included a shortfall made up by reserves. My recollection is that during my time in the 

organisation MFT never underspent to the extent that the reserves were not required 

to make up the shortfall against the annual allocation. 

WITN3108003_0014 



majority of staff working for two or more of the five Alliance House organisations, so 

70. In relation to CF, in order to become a primary beneficiary of CF, there was a very 

specific requirement that individuals had to have received a payment from the Skipton 

Fund. In relation to MFT, during my time at MFT, I cannot recall any new MFT primary 

beneficiaries; if there were, DHSC would have made the decision regarding eligibility. 

1111 I .ii.i.c . Vii '. 
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71(a) As I recall, the CF website and information documents for beneficiaries referenced the 

71(b) DHSC would need to answer whether the Government had a view as to the publication 

of policies about eligibility criteria. I do not recall DHSC expressing a view in this 

regard. 

76. Please see 70 above. MFT/CF did not determine the eligibility requirements. 

77. Please see 70 above. 
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The Macfarlane Trust 

78 (a) Statistics were presented to the board on an ongoing basis regarding the number of 

beneficiaries registered with MFT at any one time, but were not collated over a number 

of years. I have no recollection of the specific numbers, but they will be in documents 

available to the Inquiry. 

78 (b) I presume this question refers to the number of applications to become primary 

beneficiaries, in which case please see 70 above. 

79 (a) Regular payments were made to beneficiaries based on an assessment of their annual 

household income. 

79 (c) Grants were made according to the grants criteria in place at the time, and were 

assessed either under Office Guidelines or by the Grants Committee. 

79 (d) Policies were in place in relation to the level of regular payments and grants. 

The process 

were generally of higher cost. 

80 (b) The Support Services Officer (MFT)/Welfare Officer (CF) and the Director of 

80 (c) Staff used the Office Guidelines to determine applications. 

80 (d) The Support Services Officer/Welfare Officer made the initial assessment of 

applications based on the Office Guidelines, and the Director of Operations reviewed 
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trustees on them. 

80 (f) The subcommittees referred to the grants criteria. 

81. My recollection is that the change of title from National Support Services Committee to 

Grants Committee related to the restructuring of the Welfare Team and the desire for 

a more modern term for the committee. 

"standard of proof" were not used in this regard. 

82 (b) The Grants Committee kept the requirements under constant review. 
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beneficiaries - • - 

84. I cannot recall the level of detail that was provided to applicants whose grant 

applications were declined, but as I recall, they were given reasons in writing. They 
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85. A "round robin" process was used to enable Grants Committee members to make 

decisions by email and telephone regarding urgent grants in between the 6-weekly 

Grants Committee meetings. 

Criteria and Policies 

board with input from staff. 

87. My recollection is that Office Guidelines were updated when it was felt that particular 

Guidelines - - - -ii♦ ♦lwisj.rei ii. • - - - - - - 

89. Staff, not the Grants Committee, used the Office Guidelines when determining 

90. Staff used the Office Guidelines, and the Grants Committee used the grants criteria. 

91 (a) Medical input was given by the Medical Trustee when the board was determining 

policies. 

92. The criteria "charitable need" and "exceptional circumstances" were being used by the 

NSSC when I took up post, but as I recall the latter criterion was subsequently not used 

by the Grants Committee. 

93 (a) I cannot recall the definition of "exceptional circumstances" that the NSSC used nor 
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93 (c) I cannot recall whether the definition was publicly available. 

93 (d) I cannot recall whether this definition was provided to all office staff and the NSSC 

93 (e) This information was not included in the 2014 Grants Guidelines because it was no 

94. I cannot recall how NSCC assessed "exceptional circumstances". 

a grant did not have the ability to fund it from their own resources. 

95 (b) An income and expenditure statement was required as part of the grant application 

process. 

96. I do not know who originally drafted the "Income and Expenditure" form. It would have 

been amended during my tenure to reflect changes, eg in state benefits terminology. 

96 (a) Information regarding earnings/contributions from partners/other household members 

reduction in the level of regular payments made by MFT, if this increase in earnings 

meant that the household income increased to a point where it moved the beneficiary 

into a lower regular payments bracket. 
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96 (e) An explanation of the need to assess charitable need and the criteria being applied 

would be given. 

97. In relation to income and expenditure and thus disposable income, staff and the Grants 

Committee took a view in relation to the level of disposable income compared with the 

as welfare benefits that beneficiaries were entitled to. 

99. As I recall, trustees decided in October 2013 to stop backdating payments to May 2009 

for non-infected beneficiaries because it was felt that by October 2013, there had been 

a significant amount of time for non-infected beneficiaries to come forward, and also 

that MFT could not continue to run with what would amount to an open-ended financial 

liability. 

100. Grants guidelines were published and circulated to beneficiaries. 

al •: 

• 
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through the Grants Committee. 

102 (b) Unfortunately I do not understand the question and therefore am unable to respond. 

103 (a) I was not in post at the time of Archer, so cannot comment. 

103 (c) I am unable to comment as I was not in post. 
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104. 1 attended NSCC/Grants Committee meetings in a support role, to ensure the 

Committee members had all the paperwork and information they needed, and to assist 

with reference to the criteria and precedents. 

own merits. 

109. MFT beneficiaries were expected to apply for benefits they were entitled to. 

110. As I recall, due to financial constraints, financial support with assisted conception was 

only available to those without any other children. 

with the debt. 

112. I do not recall this case. However, as an agency working directly with MFT, 

Pennysmart were bound not to disclose a beneficiary's infected status to anyone else, 

and as they were independent, if they were liaising with other organisations on a 

beneficiary's behalf, there would have been no apparent connection to MFT. 

112 (a)We were aware of beneficiaries not willing to divulge their infected status to creditors. 

See 112 above. 
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112 (b)See 112 above. 

113. I do not recall the details of this case. 

113 (a)As I recall , there was a standard timeframe for accepting an offer from MFT and that 

beneficiaries were advised of this in writing. 

113 (b)As I cannot recall the details of this case, I cannot comment on what the beneficiary 

Loans made by the Macfarlane Trust 

116. The practice of making loans pre-dated my time at MFT. My recollection is that we did 

not make loans during my time at MFT; if we did, there were very few. As I recall, 

advances were given where the Grants Committee did not feel it was appropriate to 

give a grant. Advances were an advance on a beneficiary's regular monthly payment, 

and as I recall, these were limited to repayment over 2 years, repayment meaning that 

they either received no or reduced regular payments during the period of the advance. 

117. See 116 above. 

118. As I recall advances were not typically made in relation to debt issues and therefore 

would not have been made contingent on beneficiaries accepting the services of the 

money management adviser. As stated above, I do not specifically recall any loans 

bring made during my time at MFT. 

119. The NSSC/Grants Committee made the decisions regarding loans and advances. 
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120. The practice of making loans was one which had been introduced into the organisation 

many years before I joined. I am therefore unable to comment on the criteria used at 

that time and who was involved in drafting the criteria. 

122. The practice of securing loans against a beneficiary's property had been discontinued 

before I joined the organisation. I am therefore unable to comment on when and why 

this decision was taken. 

iPZA f V4F1sx.AiI

125. As I recall , during my tenure the case you refer to in this question was the only case 

where MFT proactively entered into discussions regarding the sale of a beneficiary's 

property. In this particular case, this was done because the beneficiary had not been 

able to afford the leasehold costs associated with the property and MFT had been 

asked to meet these, the beneficiary was not able to maintain the property, and had 

not been living at the property. I recall there had also been issues with keeping the 

property insured. As I recall, the decision to enter into discussion with the beneficiary 

to sell the property was to release the beneficiary from the burden of a property they 

were unable to afford, unable to maintain, and were no longer living at. 

126. During my time at MFT I do not recall any loans to beneficiaries secured against 

127. As I recall, there was only one unsecured loan, and the repayment conditions specified 

at the time the loan was made, which pre-dated my time at MFT, were very unspecific 

and open to interpretation. There was a recognition that it would be difficult to enforce 

repayment and therefore the board decided to write off the loan. 

128. I do not recall any cases where MFT agreed to remove charges secured against 
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129. I cannot recall the details of this case or any other similar cases and am therefore 

Identifying potential beneficiaries 

131. There was a very specific criterion for an individual to become a CF beneficiary, namely 

they must have received a payment from the Skipton Fund. 

131 (a) For data protection reasons, CF was not able to have direct contact with Skipton Fund 

registrants without their consent. It would have been a large undertaking for the 

Skipton Fund to contact all those who had ever received a Skipton Fund payment, and 

the resources were not available to do this. As I recall, when the DHSC commissioned 

a Skipton look-back exercise, the opportunity was taken at that stage to make 

everyone who had ever received a payment from the Skipton Fund aware of CF and 

the support available. As I recall, it also became standard practice prior to the look-

back exercise to advise all new Skipton Fund registrants, ie those who received new 

Stage 1 and Stage 2 payments, of CF and the support available. 

131 (c)As I recall, it was almost exclusively those who had received Skipton Fund payments 

who did not decide to register with CF (as opposed to individuals who did not register 

with MFT/ET). As I recall, this was because these individuals advised us that they did 

not feel they required additional charitable support. 

132. There was an increase in new CF beneficiaries as a result of the Skipton Fund look-

back exercise. This increase in beneficiary numbers increased the workload for the 

small CF staff team and increased the demand on the annual allocation. The year that 
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the significant increase in new CF registrants occurred, I recall that the board decided 

to stage the winter fuel payment as DHSC had advised that it would not be increasing 

the annual allocation, and CF had to ensure that it did not overspend. As I recall, the 

balance of the winter fuel payment was paid at the year end when it became clear that 

it was affordable. (See paragraph 67 above.) 

Policies 

•.
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133 (b)The only "lump sum" payments made were winter fuel payments and grants, the latter 

of which were assessed either by the National Welfare Committee or by staff working 

to Office Guidelines. The case referred to in the question was where the NWC declined 

a request for £20,000 towards the purchase of a second property. I do not recall this 

specific case, but CF took the view that it needed to be able to offer equitable support 

to beneficiaries, and its annual allocation would not enable it to make multiple 

payments of this size to numerous beneficiaries. MFT and CF were legally separate 

entities with different histories and were not required to refer to each other's practices 

when making decisions. 

133 (c)Grants were made for a wide range of items including financial support for those 

undergoing treatment for Hepatitis C, respite breaks, and household items, all of which 

varied in size financially. Grants were approved either by NWC or by staff under Office 

Guidelines. 

134 (a) The policies were largely established when I came into post. Updates to the policies 

were determined by the board and NWC, with input from staff. 
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134 (c) Medical input was given by the Medical Trustee when the board was determining 

134 (d)The policies were largely established when I came into post. I cannot comment on 

whether the beneficiary community had been involved originally. I recall that we did 

discuss proposals with the CF Partnership Group and take on board their feedback 

where possible. 

135. Charitable need meant that some applying for a grant did not have the ability to fund it 

from their own resources. 

137. My recollection is that Office Guidelines were updated when it was felt that particular 

changes were needed. They were updated and approved by NWC and the board with 

input from staff. 

139. Grants guidelines were published and circulated to beneficiaries both in paper form 

and on the CF website. 

139 (a)This document was finalised and circulated to beneficiaries both in paper form and on 

the CF website. 

139 (b)It was distributed to beneficiaries in paper form and was permanently on the CF 

website. 

140. As I recall, beneficiaries were aware of the existence of Office Guidelines. The 

maximum amounts available under Office Guidelines were not published, as these 

related to the level of delegated authority of staff rather than limits on the amounts 

available to beneficiaries. The NWC could consider applications for items covered 

under Office Guidelines which exceeded the Office Guidelines limits. 
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141. Pennysmart and Neil Bateman were appointed to work with beneficiaries on 

142. A "round robin" process was used to enable NWC members to make decisions by 

lFI iIs].IIi!T1sII.I j! f -  • • 
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143 (a)The level of regular payments was determined with the level of the annual allocation 

and affordability. The level of grant payments was made in relation to the amount 

143 (b)See 143 (a) above. 

143 (d)As I recall the level of regular payments was reviewed annually. The level of grant 

payments was made in relation to the amount being requested and each case was 

considered on its own merits. 

144. The "round robin" process was the mechanism used to enable NWC members to make 

decisions by email and telephone regarding urgent grants in between the 6-weekly 

145 (a) I have no specific recollection of this application. As far as I can tell from the paperwork 

provided, the information requested was consistent with what was required. It appears 

that this particular beneficiary chose to send pictures of the items being requested, but 

this was not a specific requirement. 

applications for items a beneficiary wished to purchase. 
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145 (c) In order to be able to determine charitable need, a certain level of information in support 

of applications was always required. The staff team often assisted by, for example, 

filling in forms with beneficiaries over the telephone, using income and expenditure 

information from previous applications (where applicable) if this had not changed, and 

assisting beneficiaries with sourcing quotes. 

145 (d)I am not able to answer this question as I do not know which `°p.30" is being referred 

to. 

146 (b)As I recall , during the early part of my tenure, we carried out a review of the level of 

information similar grant making organisations required, and it was felt that our 

requirements were moderate given the need for the charity to be able to demonstrate 

that it was evidencing charitable need. We were aware that, for example, other grant 

making organisations held detailed telephone interviews in relation to each grant 

same criteria as the ones used at full NWC. 

is 

liT • -• s•• 

understand the level of requests an applicant was making to the organisation and 

whether the applicant might have deeper underlying financial issues. Awareness of 
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the frequency of grant requests being made by some beneficiaries was one of the 

factors that led to the introduction of the regular payments scheme which gave regular 

payments to those on the lowest incomes. 

150. As I recall, the success or otherwise of a grant application did not depend on the 

number of applications made to CF each year and each application was considered 

on its own merits. 

152. NWC considered applications on a case by case basis. Ensuring applicants provided 

the same level of supporting information and reference to the criteria were the ways in 

which consistency was ensured. 

153 (a) Each application was considered on its own merits, and the particular circumstances 

of individual cases which, whilst on the surface might be similar, were often quite 

different in the detail, leading to different decisions regarding what, on the face of it, 

might appear to be grant applications for the same thing. Ensuring applicants provided 

the same level of supporting information and reference to the criteria were the ways in 

which consistency was ensured. 

153 (b)See 153 (a) above. 

154. With regard to disposable income, staff and the NWC took a view in relation to the level 

of disposable income compared with the amount of the grant being applied for, and 

whether charitable need could be determined. For example, in the case of someone 

with a high disposable income asking for a very small grant for an item which could 

easily be afforded from their disposable income, it is unlikely that charitable need could 

be determined. There was no fixed criterion in relation to household income because 

each case was considered on its individual merits, and overall household income and 

expenditure levels and disposable income were reviewed in each case. In this 
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particular case, information regarding the frequency of grant applications may have 

been the trigger for considering whether the beneficiary was in financial difficulty, but I 

do not have a specific recollection of this case. 

related to the fact that the organisation's financial situation might change in the future 

such that the organisation could not continue to support beneficiaries at the same level . 

incomes was a key driver for the development of a regular payments system. 

beneficiary for dealing with the debt, and that CF's contribution to the debt solution was 

as effective as possible. 

156 (c) It would depend on the circumstances of the individual case. 

157 (a)Pennysmart were independent and worked to their own industry guidelines. The 

advice they gave was quite specialised and it was for this reason that they were used; 

CF staff and trustees were not qualified in this area and would not have been in a 

position to review whether the advice given was correct. 

157 (c) I am unable to comment on whether Pennysmart's advice was appropriate in this 

particular case as I cannot recall the detailed circumstances. 

157 (d) It was open to beneficiaries not to pursue a course of action recommended to them; 

therefore, appeals as such did not occur in this regard. 

158. Due to the passage of time I am unable to recall whether CF received complaints about 

either the money management advisers or the benefits adviser. You have given me 
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access to two sets of documents where it is clear that two individuals were not happy 

with their interaction with Pennysmart, but I am unable to recall the background to 

either of these cases. But as stated above, it was open to beneficiaries not to pursue 

It13 VATA11!i r • .• to - •-  T iF II .•Ifl sF1i1 ii 

Pennysmart. 

162. In relation to non-financial support, CF beneficiaries were able to access support from 

a specialist benefits adviser and a money management adviser, and beneficiaries were 

made aware of the support provided via the CF website and written information. 

T• W .iiiiii fl . iii'iij. -

163 (b) The criteria for becoming a CF beneficiary was that the individual had to have received 

a payment from the Skipton Fund. This was a matter of fact and could not be appealed 

as such. In relation to whether someone was eligible to be an MFT beneficiary, as I 

recall there were no new MFT primary beneficiaries during my time at MFT. However, 

if there were, DHSC would have made the decision regarding eligibility. 
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successful, but this information was also reported to the board. 

165. As charities, the awarding of grants was discretionary and subject to trustee discretion 

and I believe we would have needed to take advice from the Charity 

Commission/lawyers as to whether an independent adjudicator would even have been 

permitted in the context of a charity. In addition, given the relatively small number of 

appeals against grant decisions, setting up an independent adjudicator, if permitted, 

would most likely have been expensive compared with the number of cases 

:ssi,1[sFTTP 

years for either MFT or CF. 

167. There were complaints procedures but I can no longer recall the detail. 

ON
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170. The Partnership Group was the mechanism by which MFT engaged with beneficiaries, 

but this had always been beneficiary-led, and the group was disbanded again by 

beneficiaries during my time at MFT because the Chair of the group was unable to sign 

off agreed minutes with beneficiary attendees at the meeting. 

171. The majority of contact between beneficiaries and MFT/CF was in the context of the 

support that MFT/CF offered via regular payments, grants, and referrals to the benefits 

and money management advisers, and the main point of contact was therefore the 

Support Services OfficerMlelfare Officer, with support from the Director of Operations. 

There was little contact between the board and the beneficiary community, although 

there were two beneficiary trustees on the MFT board and one on the CF board who 

were able to provide a beneficiary perspective to board discussions. The pattern of 

financial support was well established by the time I took up post, and because of MFT's 

financial situation, there was no scope for altering the type of support offered without 

changing the system of regular payments, which the organisation knew would not be 

possible because beneficiaries had relied on these payments for many years. During 

my time at MFT, given that additional funding from DHSC was never forthcoming, the 

pattern of support remained one which was limited to that which had existed historically 

and therefore there was a status quo situation. During my time at CF a Partnership 

Group was set up, as I recall at the instigation of the CF board, which included CF 

board members as a mechanism for engaging with beneficiaries. 
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173. Due to the passage of time I am unable to recall what the events and circumstances 

were as of June 2014 which gave rise to this decision. 

174 (a)As I recall, the partnership groups were a mechanism for beneficiaries and board 

members/senior staff to meet to discuss developments in the organisations and seek 

174 (b)The MFT partnership group was beneficiary led and beneficiaries chose who from 

amongst their number would be Chair etc, and as I recall, the meetings were open to 

all beneficiaries to attend. As I recall, the Caxton partnership group had 

representatives from the different sub-categories of Caxton beneficiaries and 

174 (d)The CF board Chair was Chair of the CF partnership group. In terms of the MFT 

partnership group, being beneficiary-led meant that the group was disbanded by 

beneficiaries when agreement could not be reached amongst beneficiaries 

themselves, such as when it was disbanded during my tenure because the Chair was 

unable to agree final minutes of a meeting with beneficiaries who had attended. 

174 (e)Due to the passage of time I cannot recall how frequently the CF partnership group 

met. 

174 (g)In essence the CF partnership group seemed to function because it had 

representatives from the different sub-categories of CF beneficiaries and 

representatives from the different campaign groups, was chaired by the CF board 

Chair, and the administrative support was provided by the organisation. As stated 

M 

WITN3108003_0034 



of being disbanded by beneficiaries themselves when agreement could not be reached 

amongst beneficiaries themselves. 

175. I do not recall any other groups being instituted when the MFT partnership group was 

disbanded by beneficiaries. 

176. As I recall, the MFT online bulletin board was an online chat forum for beneficiaries 

which had been set up before I joined the organisation and which had always been 

moderated by a beneficiary. As I recall, MFT decided to close down the bulletin board 

because it became a forum where beneficiaries were hostile to each other, and MFT 

was concerned about the legal implications of hosting such a forum that was 

essentially outside of its control. The beneficiaries subsequently set up and moderated 

their own forum, and MFT supported this by confirming that individuals who wished to 

become members of that forum were MFT beneficiaries and therefore eligible to join 

it. As advised in the introduction to my response to this s. 21 notice, I never received 

the Rule 9 request dated 21 October 2019 referred to here, and could therefore not 

respond to it. 

177. Due to the passage of time I can no longer recall what events and circumstances at 

April 2014 led to the discussion at the board meeting. 

178. Due to the passage of time I cannot recall what this related to. 

179. The organisations were aware that some beneficiaries were dissatisfied with the 

AHOs. As I recall, the APPG report was balanced, with a majority of responses being 

positive or neutral towards the organisations. The organisations were aware that a 

great deal of dissatisfaction stemmed from the fact that they had been set up by DHSC 

as charities, which meant that the organisations had to operate in accordance with 

their governing documents and charity law, and that their levels of funding were 

controlled by DHSC via the annual allocations, which were outside the organisations' 

control. 

180. Due to the passage of time, I cannot recall what action MFT and CF took in response 

to the APPG report. 

Section 9: Relationships with other organisations 
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181. As I recall there was very little contact between MFT and CF and the UK Haemophilia 

Centre Directors Organisation. However, MFT contributed to the UKHDCO's annual 

report each year at their request, and as I recall, Dr Vanessa Martlewwas MFT's formal 

link with UKHDCO. I was not aware of any difficulties. 

182. I do not recall being in regular contact with any Haemophilia Centre directors, although 

there may have been contact between staff directly supporting beneficiaries and some 

Haemophilia Centre directors in their capacity as lead clinicians for particular 

beneficiaries. 

183. As I recall , the MFT beneficiary trustees were involved with the Haemophilia Society 

trustees were also trustees of the Haemophilia Society. 

184. Due to the passage of time I can no longer recall the interactions of the working 

relationship between MFT and CF and the Haemophilia Society prior to 2015, but I 

cannot remember there being a significant amount of regular contact. 

185. Historically, I had understood that the relationship between the AHOs and the 

Haemophilia Society had been cordial, and this was the impression I had in meetings 

with Chris James, Liz Carroll's predecessor, during my early months at Alliance House. 

I cannot recall whether we were aware of the Haemophilia Society's view of the AHOs 

prior to Liz Carroll's 10 February 2015 letter, but the AHOs did not agree with the view 

that they were not fit for purpose. 

187 (a)This was a board decision. 

187 (b)As I recall MFT took the same approach. 
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187 (d)As stated in 184 above, I do not recall there being any significant regular contact with 

the Haemophilia Society prior to these events, and therefore I do not recall there being 

any impact on beneficiaries. 

187 (e)See 187 (d) above. 

188(a) Due to the passage of time I cannot recall whether this letter was sent. 

188 (c)I do not recall any negative impact on MFT as a result of communication being with 

189. Due the passage of time, I cannot recall other consultations or reform processes that 

we were involved in. 

190. The AHOs submitted a joint response to proposals in the "Infected blood: reform of 

financial and other support" consultation, and as previously stated, the proposals in the 

consultation were subsequently amended. As I recall, Lord O'Shaughnessy was not 

the Health Minister at this time; his involvement related to the later decision to transfer 

responsibility for providing financial support to beneficiaries from the AHOs to 

NHSBSA. 

191 (b) I cannot recall what this relates to, but as far as I can remember, members of the MFT 

board were part of the Reference Group. 

191 (c) I cannot recall the reasons for Roger Evans' resignation. 

191 (d) I cannot recall why this was the case. 

WITN3108003_0037 



be able to comment on its usefulness and whether it served the purposes they had 

established it for. 

191 (f) I can no longer recall the detail. 

193 (a) Following transfer, the relevant AHO was to be closed, so the question of subsequent 

193 (b)As I recall, we were advised to seek explicit consent from beneficiaries regarding 

transfer of their data to NHSBSA, which we did, and the agreed information which was 

193 (c) See 193 (b). 

193 (d)As I recall , we asked beneficiaries to consent to the transfer of the specific data that 

was transferred. 

193 (e) I cannot recall why beneficiaries were not asked whether they would consent to their 

records being transferred over. However, I do recall that some beneficiaries objected 

to even some of the basic information being transferred. 
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194. 1 left the organisations in October 2017 for personal reasons, after 4 out of the 5 AHOs 

had been wound up. 

Data sharing and storage 

funds received by beneficiaries. If data was needed by one AHO from another AHO, 

the beneficiary's consent was sought. As the criteria for becoming a CF beneficiary 

was that an individual had to have received a payment from the Skipton Fund, CF 

would have needed to have this confirmed by the Skipton Fund, but this would have 

been with a beneficiary's consent. 

197 (a) I cannot recall what provision was made for storing data from email servers. However, 

with regard to beneficiaries, copies of all emails were printed and kept on beneficiaries' 

files. 

197 (b) I cannot recall whether advice was sought from Russell-Cooke in this regard. 

199 (a)As I recall, if we had invited all registrants/beneficiaries across the AHOs to make 

Subject Access Requests, that could have involved several thousand requests, which 

we did not have the resources to meet. During my time with the AHOs we did, 

however, respond to individual ad hoc Subject Access Requests from beneficiaries 

when we received them in accordance with the relevant AHO's obligations under data 

protection legislation. 

199 (b) I cannot recall whether there was further communication on this subject with DH. 

200 (a) I cannot recall which organisations other than THT were considered. 
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200 (b)As I recall, THT was selected because under the terms of the governing document, 

any residual funds at the time of winding up had to be transferred to an organisation 

with identical or similar objectives, and THT was felt to be a very close match, as it 

supported people with HIV. 

QsJ 

200 (e) I cannot recall how beneficiaries were informed of the decision; this may have taken 

place after my departure. 

200 (f) I had already left the organisation by the time the final details of the transfer to THT 

were agreed. 

11 • 

201 (a) I refute this allegation. My recollection is that Mr Ward raised with us the issue that 

the nature of modern relationships, including same-sex relationships. As a result, we 

reviewed the wording that had been carried forward in our documentation and 

201 (b)I refute this allegation. During my time at Alliance House I, along with the boards, 

endeavoured to make the organisations efficient and responsive to beneficiaries within 

the confines of the organisations' governing documents and charity law, to provide 

clarity with regard to what support was available to beneficiaries and how to apply for 

it, and to ensure equality of access. In particular I sought to ensure that grant 

applications were considered and responded to as quickly as possible, and that 

payments were made as quickly as possible; the significant improvement in these 

turnaround times that resulted from these endeavours were reported to the boards 
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202. I do consider that the organisations were run well and in line with the Charity 

Commission's "Hallmarks of an effective charity" document, (superseded by the 

Charity Governance Code). 

203. The main difficulty/shortcoming related to the fact that when the organisations were 

set up by DHSC, they were set up as charities. This meant that the organisations were 

bound by their governing documents and charity law in the way they could operate. 

Trustees therefore had to determine charitable need when making payments; money 

could not just be "given" to beneficiaries without an assessment of charitable need, 

and we knew some beneficiaries objected to this. We were aware of comments such 

as "having to go cap in hand to a charity", but as charities, the organisations could do 

nothing about this. The charities were also limited by the fact that they were 100% 

funded by DHSC and DHSC determined the level of funding each year. There was no 

negotiation about the level of funding, and the charity trustees had a duty to spend the 

funds in line with the various regulations they were governed by. As referred to in 

previous paragraphs, submissions to DHSC by the charities at various times for 

additional funding did not result in an increase in funds, and the charities had to operate 

within the funds available to them. During my time with the organisations, MFT used 

reserves it had built up in the past to supplement the annual allocation from DHSC so 

that it did not have to reduce the level of support to beneficiaries. However, the level 

of funds made available to the organisations left no room for innovation, and as I recall , 

the bulk of the funding both MFT and CF received was spent on regular payments, a 

grants programme, and winter fuel payments, with a difference in emphasis across the 

two organisations for historical reasons. 
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Statement of Truth 

I believe that the facts stated in this witness statement are true. 

Signed 

G RO-C 

Dated 22 December 2020 
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