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Maclarlane Trust - Overview

L. The Trust was set up by the Government in 1988 to administer a fund for
haemophilizes infected with HIV through contaminated blood products.

2, In 1988 none of the 1,240 registrants infected with HIV were expecited 1o
survive for long., Today, 408 are still alive, 238 with funilies. Three-gquarters are
in the 25-50 vear age range, All are co-infected with hepatitis €, The Trust also
supports 38 widows or partoers infected wab HIV theough antimate contact, 288
other widows and 438 children, 220 of whose fathers have died.

3 Despite continued uncertainties about health, many registrants are becoming
more optimistic about life expectancy and the ability W live o more pormal life.
They want o get buck to work, marry, start families etc. Many of those who were
voung boys when the Trust was set up now have partners and voung children.
Thiz means that, for the fingre, the Trust ‘community” is Hikely 1o grow.

4. This long-term survival and change in expectations places demands on the
Trust’s resources, and there 15 g resulting ension between the expectation of
vepistrants, the Trustees assessment of what it iy reasonsble 0 support and the
Department’s wish to keep Trost spending within agreed budget hmits, We are
nanaging this tension at present becapse of the ¢lose and amicable working
relationship between the Trost and officials (we have a particudarly good relationship
with Peter Stevens who appreciates the Department’s wish not 10 let costs spiral) but
this may get harder as the expectations of registrants increase, To ke one example,
the Trust has been pressed by some registrants o sapport the cost of assisted
conception wechnigques 1o avold ransmission of HIV. The Trustees have decided not
1o help with the cost of treatment but 1o assist with sxpenses such as travel and hotel
accommoedation close w the hoespital providing the service,

3. The Trust started Hie with g £10m fund which, untl a couple of vears ago,
was topped up by the Department on an ad hoo basiy, We now have an snhual

budget for the Trust of £2m. This is inadeguate as the Trust carrently spends close
o L3m opa {although, for this vear, the Trust Fund balance 13 large enough for this
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not o mattery.  You will be able o tel] Peter Sevens that further funding for the
Trust has been obinined through SR2002 giving them £3m in 2003/04; £3m in
2004705 and £3.05m 10 2005/06.  This will allow the Trust to meet current costs
but does not give them any room o increase provision beyond that,  In addition, we
meet the Trost’s adminisirative costs through Section 64 payvments.  These will
veach £287K pa by 2004/03.

6. The Trust has always put a8 much of the fund as possible into investments,
usually g minimum of £dm. At the end of 2001/02, this had enabled the Trust o
spend ¢lose on £30m and w have g balance of cash and investments of nearly £7m
from DH funding totalling £27.25m. There has been a significant foss of value in
the Trust’s investments over the past couple of vears but the Trustees believe that
portfolio values will recover as stock market conditions improve.

7. Roughly £2.3m 5 spent by the Trust aonually on regular payments 1o
repistrants.  The remaining £0.5m 18 spent on single grants, Most of the grants are
of relatively small amounts of money.  However, long-term survival is bringing
growing numbers of requests for help with more costly items such as

maintaining, repairing and adapting housing;

- re-training and other aspects of education, both for registrants and for
dependants (particularly widows)

- gar purchase, insurance and maintenance, since the Motbility
scheme is frequently fadling 1o provide registrants with a satsfactory
service (by the standardys of the Trust);

- the incidental costs {eg ravel and accommodation) associated with
assisted conception.

3 Support for the Truost

R, (rver the past couple of vears, we have focussed on:

s providing aomzal top-ups © the Trust fond that mateh the Trusts spend as far as
possible whilst allowing the Trust 1o maintain & ressonable balance in
mvestments:

» supporting the Trost in developing iy fmancial management systems. This was
accomplished through an imitial DH review o dentify scope for improvement,
seconding a NHS finance mainee o the Trust for & months o set up new
financial and operating systems, and funding a new Dmancial assistant o
maintain those systams.

» ensuring that they have a full complement of well qualified Truswes:

» pecting Peter Stevens and Ann Hithersay guacierly o review progresy and
discuss issues,
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Q4. Looking forward:

+ we have sought advice from DH solicitors on the extent of the Departinent’s
fimancial obligations 1o the Trust under the erms of the Trost Deed. We wanted
o be sure that we were on safe legal grounds in capping the Trust's expenditure,
SOL has advised that we have no legal obligation whatsoever to provide further
funding. The deed simply sets out what the trustees muost do as regards the
money that comes into thelr possession.

o we need fo work with the Trust to establish how best o meet the needs of
registrants within funding constrainis,  We have agreed to support the cost of 3
vearly assessments of registrants” needs and the strategy 1o mect them. Peter
Steven's will probably suggest a further meeting with vou when the first of these
reviews iy complated.

« we peed o omove away from using Section 64 grants fo support the Trust's
administrative costs. Section 64 is not designed to support bodies such as the
Macfarlane Trust, where the Department has a long-term comngdiment 1o fund o
whole of the organisation’s admin costs.  Furthermore, the level of support now
needed by the Trust restricts our ability to support the Rind of voluntary groups
the Section 64 scheme is intended o help,

s both we and Trustess recognise that some of the support provided by the Trusi
would be more approprintely provided by statutory bodies (eg local authorities
rathey than the Trust should be supporting the cost of housing adapations).
The Trust argue that the service provided by local authorities is slow,
insufficiently comprehensive and lacking in confidentiality (the stigma of HIV
remaing an issue amoeng Trust registranis). The Trust have asked the
Department 10 see if local authorities - and others (eg the Motability scheme) -
will reimburse costs where the Trust has provided g service that these agencies
would/might otherwise have provided.  We have not even begun 10 pursue this
but we suspect that the chances of success are very slim.

The Eileen Trust

1, The msues here are much simpley. The Eileen Trust was established by the
Government in 1993 to gssist non-haemophiliacs who contmmeted HIV through
contaminated blood products, The Eleen Trust provides similar services w the
Mactarlane Trust but on 2 much smaller seale. It currently gives support o about
30 people. It has five trustees (who also serve on the Mactarlane Trosty

il S far the Trusr hay made pavments of £730,000, A vear ago we provided
the first top up 1o the orviginal Trust fund. The Trusts current funds total £350,000,
sufficient o keep i ruaning at least unti] 2006707, The costs are low and we have
no difficulty given an unequivocal commitment fo supporting the work of the Trust,
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Lines 6 Take

»  Welcome the opporiunity o discuss the work of both the Maefaclane Trust and
the Eileen Trust, Pleased to hear that the advance of new treatments for HIV
has meant that the Hfe expectancy for many of the registrants 13 now much
longer. Recognise the demands on the Trust caused by co-infection with
fepatitis C and the chaoging expectations of registrants.

e (ive an assurance that we are fully supportive of the Trosts work, and the help
given to registrants and their families in the face of the uncertainties about their
health. Fave confidence in the way the Trust has conducted s financiad affairs
Pleased that the Department has been able to belp the Maclarlane Trust improve
its financial management systems,

» Pleased that we have been able 1o put top-up funding for the Macfarlane Trust
fungd onte an annual hasis (o give the Trust more Dnancial cervtaingy.  We will
be increasing the Trust’s central funding to £3m in each of the next three years
starting 2003/04.  We look to the Trust w0 keep thelr spending within this limit
plus their investment tncome.

» Fxpress hope that the Trust and officials will continue o work together to
discuss wayvs of managing the demands being placed on the Trust.

e Uive an assurance that the Government will provide ongoing support for the

work of the Macfarlane and Fileen Trusts, including financial support.
However, this must continue o be within strict budget limits, Within this

context, happy tw consider the vutcome of the forthcoming review of needs.

{anvey message of thanks 10 the other Trastees for all thew hard work.
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AMNEX A
Macharlane & Elleen Trusgs

bexy poin

1 Mactarlane Trust

1.1 400 surviving registvants, vreating need for Trust beyond origimd expectations.

1.2 Co-infection with hepatitis € s inain threat woosurvival,

1A ciarrans’ health ranges from those who are severely 3 0 thote who are able

work and some who are now able to condemplate returning 0 work,

1.4 Extended Iie has genernted
- many move dependents thap originally expected ~ MFT “community” includes

TR0 dependengs, of whom about 40% receive Trust belp exbanstion of financial
and phivsival assers and of family relationships

- increasing deperdence on Trust for help sot availuble from soviad servicey
- peed for help with re-traindng, moebiliey and assisted conception.
1.5 Stigma over HIV remains, causing most families, even alter regisrant’s death, 1o

Hve without shility to share problems with relafivey and friends.

i.a MET has dishursed over £32 million from Government funding of £27 32 million
plus investment returng, with current funds of some 24 millon,

1.7 Trustees seek
- re-affimation that Trosts vegistrams and their Tarodlies remain o special case
- assurance of ongoing Govermment support for work of Trast
- pussibility of revigw of funding rate following  review of uvesds being
tndertaken this vear,
y
2.4 As with MEFT, about oneg-third of original reglstranty stil] alive.
2.2 Trugt corrently gives support 0 about 30 peeple,  More significant deching in

shortfmediom term foreseeable than for MEFT, bur greater possibility than MFT of new
replstrants,

2.3 Most difficulties for BT congern care for dependent children and orphang,

24 Trust dishursements ol £730,000 from Government funding of £1 mallion plus
investiment nooime, curvenr fuods £550,000

2.5 Trustizes seek
- ve-affirmation that Trost's regisirans and thetr Tamilies remain a special case
- aszurance of ongoing Governme support for work of Trust
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ANNEX B
Key Facts

The Macfarlane Trust

1. Set up by the Government in 1988 following a campaign by the Haemophilia
Society on behalf of those people with haemophilia whe bad contacted HIV
infection through contarmminated blood products in the fate 1970s and early 1980s.

1118
* 1o relieve people suffering from haemophilia who as @ result of receiving infected
blood products in the UK are suffering from AIDS or are infected with HIV and

who are in need of assistance or their needy spouses, and other dependants after the
death of the persem”.

3. Spend to date:

«  £24m nitial settfement in 1990 (£20k to sach individuaD

e £44m in a further settlement in 1991 (payments varied ~ see below for details)

- single adult: £ 43,500

- married adult withowt dependent children: £52.000
- adult with dependent children:  £80,500

- children under 18:  £41,000

.

» The Trust haz disbursed over £32 million w date. £27% million plus invesumen
returns, with current funds of some 4 million.

Monthly payments range between £255 (o £630 depending on whether partners are
alse affected and number of dependent children, Pavments do mot affect
entitlements (o benelfis,

4. Tndivid ve received pavinent

The trust started with 1,240 registrants, of whom 408 are still alive, 238 with
fumilics.  The Trust also makes payments to 38 widows or parters infected with
HIV through intimute contact, 288 other widows and 438 children, 220 whose
fathers have died.

5. Trustees

The Mactarlane Trust has 180 Trostees.  Six are appointed by The Haemophilia
Society and four are appointed by Secrctary of State {the DH appoiniecs are
Flizabeth Bovd, Dr Mark Winter, Patrick Spellman, and Roger Tyreeli).
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6. Financing the Trus

Trust Fund - Annual payments from DH funds curvently £2m pa. Should rise @
£3m pa during the SR2Z002 period.

Admin Ceosts - Both the Mactariane and Eileen Trusts receive core Setiion 64

funding to cover thelr administration costs. The existing commitmends are;

2002703 2003704 2004705
Mactarfane Trust £252.235 £279,000 E£287,000
Eileen Trust £30,200 £32.500 £33,600

The Macfarlane Trust has submitied a bid for Section 64 funding for £38k in the
first yvear (2003/04) for their Long-Term Review. The aim of the project i o
attempt to determine the continuing long term needs of the Trust registrants and o
also determine the long term needs of bereaved families and dependant children.
This will help inform the DH sbout the lopg term Onancial commitment to thiy
group of patients. Pending final decisions on Section 64 funding we have agreed 1o
make £38k gvailable 1o the Trust from programme funding.
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ANNEX C
BIOGRAPHICAL NOTES

Peter Stevens ~ Chair of the Board of Trustees, He was first appointed a5 a trusies
in 1985, and served wll 1992, His elder son who had haemophilia died as g result of
HIV conamination in 1989, Petor Swevens retired from a nugjor international
insurance broking firm.  In luly 1999 he returned as o Trusiee nomimated by the
Haemophilia Society.

Ann Hithersay ~ Chief Executive and Secretary to the Trustees. Ann (s responsible
o the Trustees for policy, Onancial and legal aifairs and for day to day lHaison with
the DH, the Haemophilia Society and ather bodies.

Pr Mark Winter- is a Consultant  Haemowlogist and  Director of  the
Comprehensive Care Haemophilia Cengre in Canterbury. He s one of the fow
haemophilia doctors who maintains an aetive clinical and research interest in HIV
related issues and serves on the HIV Working Party of the UK Haemophilia Centre
Doctors Organisation.  Dr Winter is also the Chair of the Haemophilia Alllunce, the
Alllance consists of the UK Haemophilis Centre Doctors Organisation, the
Haemophilin Society and the RON Haemophilis Murses Organisation,  Dr Winter
fras been a Trogtes of the Maclhulane Trust for g number of vears.  He was
reappointed by DH, for a further two year's in May last year,

In his role as Chair of the Heamophilia Alliance, Mark has been actively lobbving

the Government to fund recombinant clotting factors for all haemophilia pabients.
He has recently written o the Times and the UMO on this subject.
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