
MEETING WITH NIA F1 . UI -k IE TRUST. Tt TE A ° IS APR 11. 

Attending: 

Peter Stevens (Chairman of the Trustees) 
Dr Mark Winter 11 i r uste . _ Haemophilia Centre Directoi) 
Ann Hithersay ;t. hir t Ex _t tttiue) 

;ich_alas Lawson t'reas=urer) 

PUt Ose of Meeting 

µ[he Iwo ts.' h t£;4 tit tics: 

• the ch n ,rnt needs of Trust registrants. Ta f.;:%i:"i t l':'ir l.". ne,er tern Sur''ival. 

and the impact on their €i ie of codn ection with HTV/HCV. and the position of 

surt'is ng o7r nets G'F d tru it childr" n, Times bargue 1"1i'<':t, as ,?. rL ;o r tirs pi ertm, and 

therefore the hinincial needs, of registrants and dependaucs are increasing 

• the Trust's 2:. dtilig On ci ii P :'. r  means — tin _"r' ,ii" ' 12 c pi inv; to I rease

"tnents to t'e Lstrarlts nd dependants tr'r tO .irokmd E r'i pa in  199°; Nr.;C to 
2,OC 200 1. 

 
4 -, >c J tOC ;~,~.e~rn in;  _.»~. ~,.>aa:~,. {aainsr <i I~ri:rtrtr~c~: s~s~r;; ' €~ _ _ . ..~ :0 t ~, *r 1 a-;rtr; to 

nearh L:>m in 200ct2006. This increasc in pasn.u.,nts scoti[d need to ne funded b> 
the Departmenc:. 

A note summarising the '1'nto`c main points on the i-Ii mg€rig ri eds of registrants and 
dependants is at Amex A. 

Remit of the Trust 

The remit of the Tri. st, as stated in the  is:. 

to relieve people suffering tro n hac nophilia who as a .r€ sult of reccis nit,mn acted 

blood products in the UK are sufierin from A.II)S cat` are infected with ,t- :\" and 
who are in need of assistance, or their needy spouses and other dependants after 
the death of the person. 

To do that, the Trust is ern owered to provide financial help, holidays, food lothing, 
other articles or help. sheher, hosnic~-. housing or other accommodate€_ n ML, promote 
education fs rolarhipsiapprent.ieestnps for children and young people in need., 

Profile of Trust ]f egistr..ants and Dependants 

I"he'I`rust started life -u -i 1219 , istrants (ie haerrc=phila>acs with HIV=)> 802 LINT since 
died. The current position is: 

R sitrai ts. 43 (roughly half aged between 25-40) 

Infected 1niiitites; 39 (partners or widows infected it  Hl 

Dever dants 9 widoi Ys (140 with children) 
347 children (had no longer have a father, 19 are orphans) 
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Strategic Review of the Trust 

Ile Trust undertook a strategic review in 1998, This highlighted the changing  needs of 
registrants and  incuded a recomtne ndation that: 

X1 3..,ix  i t , ti`i 'If{ of 11= lE E7 should ' gitbe the. ci mgin gT patterns and.. 

atit:f"E'. sill , iitl ait E;al len': 3.#'t l k a 

rides
iO cxp at in: of registreiu'_>. They d:euld 

fi t_ P t E {, ii of:li<i€]t £' and .l ,,} .i? and tat,:r"€1i lS t}it required le'.i'€ l f yt.rc s n

Fo1losvni ., l h I f i, ia,< ra s ],3G €.i.al  €tii 'iie I r•,>t. in June 1999. she wrnt& In saytl>,~tt; 

« i'a u .Ii ."c continue the t i1Yz1"E$3 BI, of t:0 provide the ii ;#d s 'il h you. 

fC'J In: € ilt` Tuna 
y 

Fund We li1 also continue to fund the n .tt°]it

dtn i i st St.% an of the f l.,r :,it, 

A copyof this letter is at. A?Y :'.. .B. 

Payments made by the Trust 

Current 

:.urreritly> the Trust mkts throe sorts of payments totalling just. under £2m in 
1999 200G, nc reasing t p . m in 20 1. includes a one off p av —n € it c ' l 4 k K1; 

regular monthly payments of between x140 & £300, tdpcndmg on 
whether :ether the registrant is in receipt of inco:Yic' fig ii3p )]'i. and the ;.t].?3hC.r of 

dependant: children. these are pn€d to registrants, infected int:r~:1tes, 
widows with children and disabled widc.ays. and retailed f.L3m in f :}~; 9 ` 2Y 0, 
Payments have increased by .1% tiom .\ail 2000 (the first increase in 4 
year-,and will total £1.~3m in. 2 . 0012001 -N^ this iiicrcrase As, , ta.k€.'s ,ace, tin": 

of the growmgnumber of dependants. 

single grants Inc specific one-off costs. totalling £ 400 K in. 1999 x .. J. 

E aln lf,s include haalse moves/setting lap boon' (ctonveyctn3cm s lees, 

removal st:s, furniture); travel costs (h1 f ]tia' travel costs, drivint ] oi 3 4 S, 

car f't,l t';l,l,€")° education (course fees, school trips etc} con.:'alesce€1ce 
p
(-ants; 

e 3ci11 € tt~iount (wheelchairs, special btdd) and adaptations/repairs  house 

adapt ati ~n,,, redecoration, Window replacement). 

winter payments heating, food etc.. totalling 4K in 1999/2000. 

These payments 
are 

made from the Trust fund. .-kt '1 March 2000; the fund stood at. 
£7.9m. Of rids, the Trust maintains ai iea a 14 # as tt x f':`•iit .`i#t capital. yielding€tll'C7me 

at approsima:.el ' 4.25<o pz, . When the fund ;clip, t.•1 s e u; ;` rn it pped ep isv the 
l)epartni.etnt. We provided ram in 1999 203. atild were eMq C tim- to .1.3uu e #:

€
o t:iake a 

further payment, in 2:02 Zoo u ~v,(-nind ~ -n (this need ' as Kl ntifi.'.'d 1n the lnst's 

strategic review). 
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9 
The admiil.ist.=ti;;c co.>ts of the Trust (currently ipprox 1)90K pa) are met tit. rl. gii a S.64 
grant. We also provided c:ovided. an additionaal one-off core grant to the Trust of j2K n 
1999/2000 to pa' for new IT equipment and software. 
1 sed 

From September 2 0 00: the Trust propose to; 

• increase mont:hls' payments for reg traau is and in ected intimates y J 100 a 

Inundha, an mS :.:i ease  0f roughly f 60CKpa (full year cost for 2031/2002). 
• provide an additional £SQK. pa to meet the increased financial needs of 

dependants. 
• limit single grant payments to cases where therm is a real medical need, 

resulting ;in a saving of £2 00K  a yeaar. 

This would increase annual payments to J24m in 2000/2001 (against £2_3m planned), 
rising to .€ern in 2001/2002 and £2.7 n in 2002/2001. 

1999/2000  2000/2001 u 2000/2001 2001/2002 
(actual) (plan) (proposed) (proposed) 

000s t~00s £P20$
Regular 1>313 1..,527 1.€ 4 2,101 
Payments j } 

d endantS i E _ ..._._. ....._...._.;........._._......._.._.. 

Grants 
....._..........._ ............._.._...,L.—.. ..._.~.. ......._._ . ............... ... ~..' .._....._-.-._.. 

t 400 400 200 200 
Winter 264 251 251  

251.... 

Payments 

Backdated I 140 140 F 

payments (one-. 

TOTAL 
......... ......... ........._ 

1,977 ' Y 1 2,435. . 26O2 i
... ....._. .........  ................._..........._ ......r..........._.....................,.._...... 

g
ds a result;,'the .1'ti ist are adl iaa; for a tole tap payment of L4ni in ' 

j 
2001/2002, year c:arli r 

than pl plan ned and of a greater, saw t tan anticipated. 3t.ed. ' ~t present, there is no provision  to 
rmake ant' payment to the T Trust in 2001 /2002 arid there is no contingency funding that: 

year 

A table showing the Trust's projections ' of their capital needs over the next 5 years is at 
Annex: C. 

Assessment of Position 

The Trust first discussed these proposals t t officials on £ A•'p4-ral. No commitment has 
I` bl l i n in p .;' P It the in .F c_>? I c l o  ]'aitlt ie re 1tlested by the Trust. other than 

t t <  4 
knee

u4the general L f~.~RP:Itt 51P :li in ¢ 5 I . '_]i:.1 r 
}L, 

4.2 v i. x tEk l i B. 

We ' }18<_ no reason to doubt that the finanri:ti s. ,.i f: Of d -{ Irus'.s regi tt.;<t_; is 

woiserting. It is also t;-tie dot it the ruihouk for people co -infected 4 #t£3. ' .1.x4 an , HHCV is 

11.0 i )UGC, 
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s l-IlV and 14CV turn each oL her on. making the conditions hard to manage:
• the 4w'.'•' response: rate. fmI: ) f1( TV  combination therapy'is nuc1i reducced in 

f 
s' 

~ upl is ,, F ho are co-infected; 

* anu4 LIV t €,`ia';nient is liver toxic 

• more l'nut registrants are now dying from I. iCV induced liver disease than. 
from TL)S-related illness (11 out of 13 deaths among: Trust registrants in the 
past year were e from liver .ise-ase). 

We think that the 'I'rass .'s . pus ' to increase rc tul ar payments and cut back on the less 
equitable grants is the right zt response. However, we also have some co:rnce ms. 

that the addition:d needs identi tie d b ° the Trust complernentaa£y° therapies, 
adaptation's to housing, fuel .cuts eta should more properly  lsr provided (if 
al alP by other agencies, eg HAs, LA and the social .sccurat's stem. This 

point was picked up at the meeting last veer with Lad l l vnian and reflected 
;: ~€ f in her f€~tlo~' tali TenetTenetTenet a'#av B), it is hitch that the Trust is pik.0 up the 

cost of services that other agencies have decided are not a priority for 
Spending, 

the growing number of de p ~ndants, and the u.rrc ettain life expectancy of 
registrants, means that the life uf die ̀ I'r mast could he extremely prolonged, 
with Considerable long terra cons ( ,12-1 m over the next five' rears and 
pr ~•hahly similar su:rru beyond that). 

• the more special treatment. given to haemophiliacs with HIV the more th e
gap widens between tl,eii circumstances and haernophiliacs with I-ICV only, 
making it harder to sustain the argument for treating the two groups 
separately. 

It is :hard to resist the Truant's r iurrst for additional func[esg to meet the needs of 
registrants when the

ii
Traist is acting v. i€hin the terms of ira remit as laid down in t - 1mta 

eDeed. How \"er, lac $uz e F d ;ti nal futr,d.h i e  onin,itted sal. . unairi y th.e mo£lE ,' can he 

found in 2001, 200, 1i'( recommend m end that she E aeppa4nrnent i:c, oinnis tious an indep} 3iclei t 

review of the l mus: S activities. 'this could. 

• address the .needs of the T:nist's registrants, 
• ri.alse recommendations on how the 

.I 
rust might best ncr ira rca (t to 

meet these needs; 
• co.nsiderwhuhir tb r e is scope for the Trust to increase its in venmerii: 

income; 
• consider e liar the Trust and the L:c einr hih a Societe . e might do to ensure . 

that registrants irecite the r€ipport bin are entii:led to from other agencies;. 
• examine the ease 'for  Department providing .increaed resources. 

This s . . d n r`.] € ') h 1h in` cluickh' and. maid he presented in a p  rriiSitiSre way as a 

workin g con •:i:ri Trustict eic with the  to ensure tha t' the needs of registrants are 

fu l;' addressed is rhr 
g7

f h ihe° Tr€ n has undertaken its own Sr ltet i&. review Which went 
over er came of t i il

. 
r ii d ,it €`a k{ hard to justify addiiiiti lr  ps ending without an 

independent ecarsnn'en.t £il the position, 
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Points to Make 

• stress the continuingcommitment: of Ministers to the work of the i Trust.. We 
were pleased to able to proyr. '"tii"Gl'i ;t" t ni pup the .1 rust I`€zsid and: 

will continue to rn intan the I u acl ,.t i"i €.rtit it : sto. d 1t  1$

• we vtifl also Continue to fund fiat e a?S.:it:3..I€. :1 3dlt 3"dl l € i :€ o t; i:ht. I €"u;st; bin ;g tt; zha 

Section 64 is not the ideal mcchanisin for this. Wfe will see if it is possible to fund 
the administration of the Trust some other was, 

• uudLr' and uid s mpathise t,tth_ tie 
Q
trut`tf pcxiti 'at of the E':uSCS 1::Vslr<t:€:$'i5',. 

particulari'r the problei is fa et In i . . I€ arc o i(iected wit ii I 11 1 s.' _Y, 

• we tta~ k rot set aside top~up funding for the Tr€ _;t in 100 L/ 2002,  expecting that the 
need 'would fall the following year-, This ma present us With difficulties as here is 
no ccwitingenry budget for that. year: 

• •e will look c-aref xlh' x-%. i euizldy it the Tuts proposal for increases resources to 
iaW-erthe needs of regist <in  t. si5~Ctt the severe constraints on resaur € , at pre sent, 
v:>e propose — before nialciug a decision - to commission an independent assessment 
irk tot :'at u'anon In someone .tna k11Ok k:cdile of t'uteniophiha, who can 'wok 'with 
the VI rust :'in I report quickly to the Department. This s uld build on art update the 
I'rust °3 tv.' ra ,zt~<.€€°gstc :rtcvie % 

Other Issues the Trust may liaise 

Sectic~ta , - a 7lictat s n fear r€Feet resat case teat reraxent 

We have turned down the Trust's request for S64 t;€acing for a he reav r'meni project 
(L 2 K over 3 ycrars) t=o establish mutual support nr~t:'-;.r .s a=,ci u. iruePing 

fc;ir bereaied 
tani'lie„c of iiieme.p1tihas with 1:•1~.[  who tern rtif chst:.c ss d, Janaa~ ed a c  inahi to come 
to terms with their grief. The reason was lack of funds rather than and doubts about 
th same of the protect 

Appointment of Trusts s 

f1i t are two vacai1 ies 'rll_ i1 need 
u: 

be t&led it i i. Iy~$ 
4 

nominees — 1'<3 ' 91 *i I>.kl.iz:: 
iECd it ;)vial worker and arenred tl [.€ ::;t'B0 ii"2?, e ill bepi.'$.in' a submission t?}; -3 

shc no tilt recommendations ~0: l I1 ':; ' 3I n ?inn 'in to  . 

Letters t:o ..etirn > Tr"ustees 

When Peter Stevens wrote to vito recently i' iitly accepting his appointment its Chair ot'tilt` 
s ~ # 

r 
_.
Tr io' h,,, «'Sr.t.-.l hi s s €lt l it °' J,,edirtor} ei,ter,  - o hi.`. 

p  lc'c t i.s ' the i ;in 
3 

il1k1C. ZI<d .t ' 12< i t`T; is "toned De tits"C_.ha' , ~...3z tf:)rd 

C.Yrtrasteaei,  
tit h avi, alr£,.;1, € ri ti {: € l5:il) s .I in f 1 ,Yy.3':'d' fo his G 3[ t i i `, .L t`,

will lie'and€:r; <i a>imilulr:c=i _l i a ItoC.il "I' irfd.r:::':
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ANNEX:A 

M efarlane Trust Changing Needs of Registrants and Dependants 

Ion er ier_$urv&al

The pounon, 0i tlowak and e pec.tariOra.s of registrants has changed sil;trifi aptly since the 
e=arl: 3 Cs 

Earl", 1990s 

{iiO5t, adults employed. 

partners also employed 

marry boys and young bachelors 

no expectation of 1ang4ermsutvva1 

in receipt of recent ;iw op Stull settlement 
payments (1990/91) 

2000 anal 13espgd 

mostly unemployed 

partners generally full-time carers 

gra'ing dependant families -m few 
still live with parents. 

uncertain life expectancy 

dClitio taI. Needs Identified thr Ten

II tFsin <f1 rtia< 1 loom. and of 1110 in;.. 
con of ni.iintenance and adaptation 
unreliability of L isable€d Facilities Grants 

Complementary Therapies - ininconsistertyof availability in the .NI-I$ 

Extra costs of living with HIV diet. fuel, clothing, bedding erc. (est 40 
a month) 

Issues Air sing from Co-Infection nconsistency rit NI IS try. atnie.r€:t 
greater dependency on complementa 

€ 

micros. ti u€l .t:`r al lv otht& txpL4 5 In 

added stress on l mili s 

Dependants no Insurance cv pensions provision 
>ar in  y,rl1,f•r' cr plw d (ial1 t:t21= 

cirers 
education Of children tn.Ianl, suffering 

post-bereavement ei•.i'Ient: trauma & poverty 

Constructive 
use of Time Irl_bil t, cor >I si.<a l I 

}} 

.; 

computers 

Holidays 

' it for "ar 
a S 

€f d i.at t.

.t G t 'rldattts 
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ANNEX p3 

The Reverend Prebendary Alan 'I < ,,i;' wr OBE 
Ch;iinnjri.
The xv1 wfarIane Trust 
Alliance I Tuu e 
11 Conan Street 

is y f ? k 3Iad L3 l ave th L'p' ` :U>i flitS a nnst is t 'tou on r.7  > Iltk to its:;"tl" '<a1. ut the 
£'1-un T :.iSt':S o,ISfirst "1> n1 . s I ', hd l€ uwyour nit 

11 

It xll tt' . T 1 1i.1L'p' YT'lt: re 

lasting li'"ip c :._r?Si ul Corr spt,S> I'Ilc"C i .er e ii I dioi41a.t ht it ,it.; ul ,p 'i'c;Si nAd. 
dli> iih. i nn I€tI€c:, ::>it  hfford GriClifford  us. <: . `I tin I Iii;.£r :zid M >l; \\ >. € , €.;a. ry I rh;III) rid 
also ih€, othri Trustees and those ho work with €hc Trust. 

t 
ii + i `e Stu ii ' a >_ in ~kris_'a> tti:::it £ M p>i:;E ti 

gg
tp? i'tl c .' i s I I€c 'I i ~d'>i:Ys ii t til airid ha 1e' 

pe t i m,i-iii in i"t:T, ha' tiv Si~Bt an al t c 33E :"li lu i '&ii'c` It it, ~i Ya: -will t71 us i`5e 
i 

a:%ks'itlt.tit t 3t3;0 Yi> i'!` ts`; p}i"£t0"st?r' th, Y 1lins °: si'lld ta ,ii  ,4i'" do "9,`,art TB id 
't° will .:I">(3 E~ontl7tue R) Ri <k the 11 cic.in 

g
1 i.i"i,ts:i' is i i`~' th-c ~1~.:ut 4 ii  ~:'c` - ti . i2~eet 

the coats o:f ap propriat< tl`it?>. form >°7 u,> 'h sli:3yy to meet today 3 d`i, 

I have great confdenc ° in the iw the Trust has conducted its affairs. and your financial 
g yrecord sp eaak . foy. z'f::.a is, I appr€ ttwo :sI t t' e 1 .t',"1'an L` pg€1 l' l nit Iru.'t di',L,

cori'iinitineSit to the careful sm s':"ards1 p of the monies which it receives. 

I T.W a;> pG..articu ii•1s irei-estcd ii l.e ar a ow to the wit in tt-hicla yo u .ha re assessed the 
changing pasterns in the lives of people with haemophilia who have been infected wi h 
MMI. r, fully en hUng the I` rust ':s rc; icr'ants to p ;true ipaate in. the nv ew and setting Out the. 
recosntmnd<atic,i sit ':trl , I do z-e`co ziise 1a it those who have had a c a igma life 
cxpe.tt3racy,, We needed to make a vim of their ::v€.s;, arid tlac: options open tu thern, 
siccut:' Inn to ,,vhat seemed p',asnh e at eacI c•nt. .It r i isr ha vc been i-t ,-,, i'l,t n u k tar 

the Trust `s registrants to adjust to the .rrici iiig pjalposts, ;as you de=ss ii ll ec, i.. It is cle<arl 
the right thing to do, as y'ou recommend, to work & ith other or anisatioas in addressing 

the issues as we cart nos see than, 

I s is pleased to hear from ; o a that the p'rust w u] l e,btz in sup in t :.; its reap strants 
Iron the range of appropriate sources, Or c. imple benefits and is ail. author tt+' assistance 
4;oith: adaptations. I or m r pan, I ad -isrid that we v udd eansickr the benefits issues'i-iich. 
you have raised in the course .of the Government's Welfare Benefits R.evie . 

I would he: .s err happy to meet with you annually to "stocktake" any outstanding issues 
and to offer help where I can. This does not mean, of course, that we cannot meet. 
before that 1, ar is up, but it seems reasonable to start with the sum of meeting once a 
year. There are. sornc residual issues, including full notification of the S,64 grant taid the 
appointment of Tru t which officials will be cc=rpletii,g and discussing ' with you, 
consulting Ministers as appropr att. 

Once again, thath you for the One you have given to presentingyour work t:o me and I 
hop e;I have: been able to reassure you on any concerns. 

1AI'YYHAYMAN 
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ANNEX C

Macf rLine Trust: Projected Movement on Capital 2000 2006 

t`ussi:~s r ,xr { z are k tv'r 'darp9n n nSep ,z r 2O D).

x v c&i e b % annually 

* investment income estimated at 4.25% o previous capital balimce. 
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