THE MACFARLANE TRUST

Allance Mouse 12 Caxton Strest  London SWIH 008

Tebh OV71-333 0087

G171-233 0838

Cur Ref:(0730/AHIC

3och July 13988

/s  Christine Corrigan

WHE Bxrecutlve

Health Ssyvices Divsciorate 1

Room 414
138 - 155 Waterloo Road
London 8E1 BUG

Dear Christine
MACPARLANE TRUST STRATEGIC REVIEW. INTERIM REPORT.

I enclose copies of the Interim Report and letter from Alan
Tanner deliversd to Baroness Haymen atb Richmond House today.

You will see from the Chailrman's letter that he has suggested
an eariv meeting with Baroness Hayman, if this is felt to be
appropriate. However, it would be possible to wait for a meeting
until the Auvtumn when the Final Report will be presented, if
this would be preferable.

Meanwhile, 1t would be wvery helpful to have an indicabion of
whether or not vou think it likely that extra funds fo complets
the Review could be identified within the Department.

Dy Mark Winter had heard that Dr Mike McoGovern might have some
woney available for research, but what we are doing may not
qualify because it is wmore ovientated to 'paychoscoial
regearch’ than purely med

ical research. It will bhe sssential o
identify some extra funding from some source very soon if we
are Lo complete this important study,

We were very sorry indeed to learn thalb you are soon to leave
vour current role, and hope that wherever you are going you
will be appreciated! You will be sorely missed. I hope we may
meet again before you move on, and wish you the best of luck
with vour nexb assignmsni.

With hest wishes
Yours sincerels

GRO-C

Aann Hithersay
Administrator

T

oo Alan Tanner ORE, Chairman

Regstmred Charily Murnber 298882
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MACFARLANE TRUST - STRATEGIC REVIEW

INTERIM REPORT TO THE DEPARTMENT OF HEEALTH
1. INTRODUCTION

{i} Background to the Macfarlane Trust

The Macfariane Trust was created in 1988 fﬁliﬁ ing a campaign
by the Haemophilia %@ciety Lwial %mh&lf of all those peopls with
haswmophilis who had contracted HIV infection through NHS
treatment with contaminated blood products in the latse 19708
and early 198803,

A grant of £10 million was announced in Parliament on 16th
November 1387, when HM Government stipulated that a new Trust
should be set up for the purpose of administering the fund.

The objects of the Trust were and remain, 'to relieve those
persons suffeving from heamophilia who as a result of r@c&wvzﬁ
infected blood products in the United Kingdom are suffering
from Acguired Immune Deficiency Svndrome or are infected with
human immunodeficiency vwirus and who are in need of assisgtance
or the needy gpouses, parents, children or other dependants of
guch persong and the nesdy spouses, parents, children or other
dependants of such personz who have died.

The Macfarlanes Trust Deed was gigned on 10th March 1988,
{ii) Governance of the Trust

The Trust is governed by the Trust Deed {ag amended) and under
the control of ten Trustees, six of whom are appointed by the
Haemophilia Sccisty and four by the Bscretary of State for
Health. Trustees appointed by the Haemophillia Socisty serve
for a term of two yvears and are then eligible for re-election.
In practice most Haemophillas Society appointed Trustees have
gerved for ab least two terms of Qif:ﬁ8~

Trustees appointed by the Becretary of State for Health must
include a Haemophilia Csntrs Director and Social Worker. The
appeintments are made for terms of two vears and whilst
Department of Health appointed Trustees may be nominated ¢
serve for a second term, it was the Secretary of State's
intention thab ag@aim&m@mta should rotate around the areas of
the UK and not excesd two terms in office exceph ag an
SBMELgensy meagurs,

From among the Trustees there is appointed a Chalrman and
Deputy Cheirman who abt pressnt acts as Honorary Treasurer.

{1ii) Trust Staff Establisbment

Day to day administration of the Trust is delegated to a small
at&tﬁ team led by an Administrator\Chief Executive and
presently includeg a qua}if;eﬁ Bocial Worker, a part time
Benefits Adviser and administrative and financial support.

1
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The staff team is responsible for making ﬁppraxwma*mlw RO% of
paymantg Lo Regiﬁtxannq within established guidelines which are
regularly reviewed by Trustees. The remaining 20% of payments
made afrer specific decisions by Trustees,

<

{iv}y Pinasnce

B

{a) HM Government FPunding

Since the Trust was set up with an indtial grant of £10
million, there have been three further top-up grants of

£5, 000,000 in 1583 EZ,JOO,QGO irs 1998 and £3,000,000 in
1958, making a total funding to the Macfarliane Trust for the
ren year period ended 3lst March 188 of £21,800,000.

x

(b Payments to Trust Registrants
rayments nade bo regilstrants in the ten yeay peri od to 31lst
March 19%8 have totalled £20,12€6,34% and cooprige the

G
following

Regular Monthly Payments: £12,833,787
4

Single Grants: £ 4,370,147
Wintey Paymenis: £ 3,222,438
Total: £20,1286,348

{2y Toral Asssis ab 3ist March 1998

Ry reason of prudent inwvestment The Trust ig able to report
that as af 3lst March 1998 it retained funds egualling {(at
market wvalusl £6,287,117 to which, during the last days of
March 199%, the top-up grant of £3,000,000 was added, wmaking
rotal assetg held at 3lst March 19%8 of £9%,287,117.

$0

{d)  Investment Management

Cver the ten vear period money not raquired to mest immediate
cash demands b&g been invested. At prezent funds are lodged

with Principal Investment Management Ltd and ZOIF Charity Funda
who have discretion to invest within parameters set by the
Trust. The strong asset position that the Trust is able to
record is due to both investment returns and capital
appreciation. The Trust holds Eguities, Fixed Interest stocks
and Cash on deposiit.

{2} PFor the sake of mompletﬁrﬁssf it should be recorded tha

in 19%0 the uwvernmant made available the sum of £24 mxll$an SO
that an ex-gratis payment of £20,000 could be made to each
ragistrant, arﬁ in 1881 to avoid litigation, a further £42

A million was made available. The Trustees undertook the

5 W*@bxr%ﬁmwn* of both of thege awards under provisions sst out
in separate Special Payment Trust Deeds.
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{v)} Pasgt Reviewsg of the Macfarlane Trust

There have been two previous majory Reviews of the Macfarlians

Trush

{al the first was an independent survey commissioned by
Trustess and carried out by Public Attitude Surveys Ltd in 13585
aimed at finding out how effective the Macfarlane Trust was
seen Lo be by its Registrants, and whetheyr theilr needs could be
better met by the Trust. [Appendix &)

{kx} The sescond review of the Trust was carried out by CAF
Consultants on behalf of the Department of Health in 1%%6 and
locked more slosely at administration and financial aspects of
the organisation and concluded that the management and
administration of the Trust was to be commended. [Appendix §]

Bobh the previcus reviews wers conducted at a time when iv was
generally balieved that Trust Registrants wars:

'a small and diminishing client group for whom iv would remain
rrivical to support and assist the remaining individuals and
their dependants. !
and
It was recogniged that the Trust would need to continue ab
legst until the end of the century, providing & service for a
reducing mumber of individuals but continuing Lo support

]

families"', { CAF Survey 1998

o

Both Reviews recognimsed a steady and predictable reduction in
membership leading hto an reduction in the overall task of the
Trugst. The next section illustrates how thess expsctations may
be changing.

{vi} A Changing Outloock for Macfarlane Trust Registrants.
Aince the two reviews referred to above were carried out there
have been very significant changes in the treatment of HIV/AIDS
or all those in the United Kingdom and other developed
counbriss.

[ S 5

Combination therapy - invelving the use of three or more drugs
to atbtack the virug at different stages of its life cycle -
has dramatically reduced the death rate from AIDS and improved
rhe gqualivy of 1ife of patients with HIV infection. In bun,
thig has changed the cutlock for many Trust Registrants from
one of imminent terminal illness to that of an uncertain but
extending life expectancy dependent on a rigorous regime of
drugs and supportive thervapiss. [Bppendix 1]

For example in 12925, 920 Trust Registrants died; in 18%7 the

a1 number had fallen to 33 and in the first & months of 1358 only

* 7 Registrants have died.

Despite the obvious medical benefits, the new multiple drug

rherapies bring with them a number of demands, particularly in

the form of side effects such as vomiting, abdominal pain and

diarrhoea. Thers is alsoc recent evidence to suggest that

nasmophiliacs taking these therapies may experience an

increased incidence of soft tissue bleeding. [Aappendix 2]
3
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Whether patients treated with combination therapy will continue
roy derive colinical benefit is uncertain as the previous patiern
in HIV treatment has been for the virus to become resistent oo
drug therapy. There are yecent reports of a small number of
AIDS patients becoming registent to combination therapy and
this could mean that the improved guality of life being
experisnced by these patients might not be sustained.

There are significant issues fov thoge patients who have also
been infected with the hepavitls O wvirug as & result of thelr
pravious treatment with blood products. Hearly all Macfarlane
Trust Reglistrants with HIV have been doubly infectsd with
nepatitis € in this way. Combination therapy for HIV appsars
to ke particularly toxic ho the liver in these patients and in
a number of cases pombination therapy has been withdrawn
pecause of deterioration of liver funciion.

HIV has a profound influence on the course of hepatitis C
infection, in that HIV promotes hepatitis € replication thereby
worsening the liver disesase. In a number of centres patients
are dying of liver disease rvather than of AIDS as the treatment
of hepatitis ¢ remains essentially insffective with no drugs of
proven benefit and no effective way of monitoring levels of
virus in the blood stream (unlike the situation in HIV).

v Formidable medical challenge for these HIVAHCY infected
atients thersfors ig to provide them with effective therapy
gainat HIV which does not impalr theilr already inflamed

IVers. [Appendix 4]

]

- 9 1Y

Although medical treatment hasz improved, the practical
difficulties and side effects of combination therapy - together
with uncertainties about their long-term effectivensss -
santinue to leave HIV infected patients in a state of emotional
rurmoil as well as physical disablility. These symptoms are
exacerbated by the co-exigtence of hepatitis virus in these
patients, since this virus is also associated in itself with
long term poor health. [Appendix 3]

Finally, many patients find that the level of support that they
nave received from thedlr Haemophilia Centres in the past is
decreasing in guality as rescources are withdrawn by Health
authorities in order to pay for combination therapy.

{vii) The Case for a Further Strategic Review

These complex patterns of medical and health related changes in
the lives of Trust Registrants, nombined with newly amerging
‘psycho~asocial problems' related to a significantly alteved
life expectancy for hundreds of young men who, up until very
recently, had felt they had no future, make it essential to
carry out a fresh in-depth Review of how the changes will
affect the Registrants and the future of the Macfarlane Trust.

Many Registrants were young children at the time of infection;

rhey received substantially lower payments from HM Government

in 1990 and 1%%1 because it was not expected that they would

live to take on reponsibilities of family life. Many of these

young men arse now married and struggling with poverty, debt and
4
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rtheir own views of their changing needs abt this time.

2. AIMS OF THE REVIEW

{11}  The Review will gather medical and statistical
information available now in an attempt to forecast

of support in the future.

3. PROPOSED METHODOLOGY

coiety.

supperted by the Macfarlane Trust Social Worker, the

Registrants,

; ‘
5

Foous Sroups

Cne Lo 3mﬁ Interviews

A& Postal Qusstionnalire

& XEV&&@& Censug Form

Uge of the Conference Programme

o B. Medical and Statistical Information from:y
A Literature Ssarch

pecople with Fa@mepa;l;a and AIDS

i¥

The Trustees have therefore decided to carry out ancobhe
Stravegic Review which will place particular emphagis on
gathering up-to-date information on Registrants! current
of health and trsatment regimes, as well as seeckirng to dis

{111} The Review will also report on Trust expenditurs
ten yvears since its formation, and estimate future funding
reguirements if Trust Registrantg are to receive similar levels

{1} It is @rﬁﬂmswﬁ that much of the work of the Revi
be carried out 'in-house' by Trustees and staff of th
acfarliane Trust assisted bv the HIV Worker of the Haemophilia

] {1i} The Review work will be guided by a Steering Group
resg supported by staff of the Trust and the
S}

i)Y The work of the Review will fall into three wmain

A Tdentificarion of Regisgtrants Nesds through:

social exclusion due to thely HIV grabus and unemployvment.

stare
JOTYR Y

The review will asim to identify the changing medical and
ehosccial needs of Regilstrants in the light of recent
entific developments in the management and trestment of
# with haemophilia and HIV, and the altered life

H
crancy and guality of life arising from these developments

{.‘..
fubure
demands on the Trust and & likely timescale for its duration.

in ths

w will

made

{iii} There will aleo be a small sub-group responsible for
monsideration of the '‘psycho-gocial issues’ of the Review
prganisation of feed- back from Registrants. This Group will
include a Department of Health appointed Trustee and will be

and

Haemophilia Society HIV Worker and representatives of Trust

BLERG

Statistical Analysig of Causes of Death for

& Letter to UK Haemophils Centre Directors
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<. Financial Infcormation fyom past records:

Grants to Registrants - Details of grants made
‘ ‘ 1888 ~ 1958 and
Batimated Expenditure - 1999 and bevond

4., EXTERNAL SUPPORT
{1} Medical Information

- The Centre Dirvector Trustee has undertaken to write to the
Hasmophilia Centre Directors Group to advige thewm of the Review
and ask Directors and theilr staff to help gather relsvant
madical and social information for the Reviaw.

Reference will also be made to the annual Report of "Causes of
Death for People with Haemophilia and AIDSY which iz produced
in CGxford for the Haswmophilia Centre Dirsctors Group.

i '

{11y Paychosa al Needs

5taff of the Haemophilia Scciety and representatives of a Self
Help Group for people with haemophilia and HIV, together with
two Macfarlane Registrants and an sxternal Consultant are
working with the Sub-group to design guesticnnaires and set up
Foocus Groups and One o One Interviews.

It will also be necessary o recrult external help to assgist
with “ﬁﬂl:itatlng TPocus Groups’ nﬁ One to One interviews with
Registrants

s

1ii

Regearch and Administrative Support

t regognised that as well as specialist mumpur; reguired to
arry out a litevature search and analyse results frow a postal
gquestionnaire, it will also be necesgsary to provide additional
administrative support to the small Macfariane Trust staff team
for the duration of the Review.

¥
%

()
?xw
1w

It had besn hoped that it would be poszible to reorulh sug
axtaernal help ﬁhxougﬁ the Civil Bervice 'Interchange Programme’
ut unfortunately we have beesn advised that vthe NHS Central
Secondmenta Budget 1s already committed.

5. BURGBET

Whilgt a large part of the work of ?ne Review iz to be carried
out by Trustees and staflf of the Trust, the gspecialist work
referred to in Section 4{1iii) above will incur oosts not
included in the Macfarlane Trust budget for 1898/3%9%, and in
aexcess of funds provided for in the Section 54 Grant for the
current year, and the Sscotion 64 ‘undervspend' sum of £3,553 for
1896/37, approved f[or Review expenditurs by NHS Executive in
1887,

Because the Review is about gaining as full a view of
Registrants needs as posgsible, it will be necegsary Lo use
external facilitators to conduct Foous Groups and analvse
findings from the Questionnaire.

&
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?he budget cutlined below shows estimated costs for these
chivities:

BUDGET

FOCUS GROUPE:

1

Facilitator costs 4,000
Trawe} & Bubsistence 4,000
Hire of mesting rooms/facilities 1,500
ONE TO ONE INTERVIEWS:
Travel & Subsistence - 20 mestings 1,500
LITERATURE SEARCH 500
QUESTIONNAIRE & DATA ANALYSIS 4,500
ADMINISTRATIVE ASSISTANCE 3,000
QVERALL TOTAL £19,000
TIMESCALE
{1} A11 Trust Registrants have been advissd of the
fortheoming Review, and have been asked to complete a new
Censug Form to updats the Macfarlane Trust database.

ve also been sent a Questionnaire offering them
f involvement in the Review

Registrants
1
o

ha
chres lave o

=

fa)  Participation in Foous Groups
{1 Having a One to One Interview with a Resesarvcher
{cy Completing and returning the Postal guestionnaire

{ii) It is hoped that all Questionnaires will be returned by
mid-August. Thoge who wish to partmmlpaﬁe in Focus Sroups or
Ine-to-One Interviews will h@ chosen by random sselection.

(111} Foous Groups and Interviews will take place during
9aptember. Findings from these meetings and from the postal
questionnaires will be analysed in the autumn.

{iv) The Literature Search will be conducted hetween July and
the end of September, and regponses from Centres will be
summarised in Qctober.

(v It is planned to prepare a first draft of the Report by
early November, and to have a final Report ready for submission
o the Department of Health by the end of November 1238,

wd
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NOTES AND APPENDRICER

{1} a. History of HIV Therapies;
L., Problems with New Classes of Drugs, HBARRT.
[These twoe Handouts have been provided by the
Haemophilia Centre of The RBoval Free Hospitsl, London.]
{2} A Personal Account of living with Hesemophilia, HIV and
Combination Therspy frvom a Macfarlane Trust Resgistrant
{3} Pmychosooial Issues facing Macfarlane Registranis

(4} A Madical Viewpoint from a Haemophilia Centre Director

{5} Exscubive BSummary of Main Findings - PAE Survey 18935
{6} Executive Summary - CAF Review for Department of Health

1888

Macfarlane Trust - im Report to The Secrstary of State for

July 18%8
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Mid 1890s Protease inhibitors (Pls)

ppendix La

History of HIV therapies

Mid 1980s Zidovudine (AZT)

A nucleoside reverse
transcriptase inhibitor (NRTI)

Late 1980s/ Early 1980s Other NRTIs
Didanosine (ddl), Zalcitabine
(ddC),Stavudine (d4t)

Some marginal benefit in
combination with zidovudine,
or if zidovudine failed

Early 1920s Lamivudine (3TC)

NRTI shown to be more
effective in combination with
zidovudine than zidovudine
monotherapy

Saguinavir,Ritonavir,Indinavir

Nelfinavir

| ate 1980s Other Pls, NNRTIs anad
NRTIs
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Appendic Lb

Problems with new classes of
vvvvv drugs / HAART
Dosing schedules

. Large numbers of tablets on daily basis
at obscure times of day — poor
| compliance

. Drug-drug interactions

Side effects

Liver problems
Bleeding
. RESISTANCE / CROSS RESISTANCE
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MACFARLANE TRUST BTRATEGIC REVIEW - APPENDIX 2

A PERSONAL ACCOUNT OF LIVING WITH HAEMOPHILIA, HIV AND
COMBINATION THERAPY,

The following account was kindly submitted to us by a
registrant to give a picture of what he lives with on a day to
day baslis.

Current Medication:

1. Indindvar 3 x day {Combination anti-retroviral therapy
drug!
2. Lamivudine 2 x day {Combination anti-retroviral therapy
drug)
3. Szavudine 2 x day {(Tombination anti-vetrvoviral therapy
""" drug)

4. Bkottled water JL per day {(minimum}

5. Co-Trimoxazole 3 x week (prevents Pneumocystis pneumonial

&, Cilatum Hydromol Emollient (Bath additive, for HIV related
gkin problems) 2 x daily

7. Unguantum Mercok (for HIV related skin problems) 2 x daily

8. E45 Cream {fory HIV related skin problems) 2 x daily

L4

Fluconazole (to prevent/ control thrush infection in mouth

& throat! daily

10. Acyclovir {to prevent and controel herpss infsctions) daily

1L, Qlavithromyvein {(broad spectrum antibiofic) daily

L2, Factor Y11l (hesemophilia prophylaxis! intravenously 3 %
waek,

. Co-Dydramol (pain relief) 4 x d
Chlorphenersmine {anti-histamin

In addizion, I occazionally taks reorsational drugs to manage
stress and oounteract weight loss, swim twice a wesk, have
phyeiotherapy twice a week (both to strengthen -doints and
maintain muscle tonel, and have a weeskiy hydrotherapy session.
I ailso have to perform muscle toning exercize twicge a day.

A TYPICAL DAY

My tvpical day would normally start around 6 a.m. when I am
gently woken up by the gentle throbbing of our ever punctual
milkman's diesel engine oubtside our bedroom window, which is
vary convenient, as 1t ls the time to take my first dose of
medication {(Indinivar, Lamivaedine, Stavudinel, with my first
500mi of bottled water. I then spend ten minutes on ouscle
voning exercises to prepare myself for getting out of bed, and
vo check my doints for any bleeds which may have started in the
night.

A1l being well I head downstairs to have my first bath of the
day, with no soap, just two capfuls of Ollatum {for my HIV skin

feduie ¥

dition). & pwenty minute soak, minimum, is nesded bsfore
gerting out. By this time -~ 6:45 a.m. - there is the strong,
naugecus taste of metal in wy wouth, {like chewing a plece of
zilver paper). Thisg remains until I am allowed Lo eat, 1 - 2
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E hours after taking ths morning tablets. Getting out of the bath
in my slippery state can be very dangerous, @o I let the water

cut first, and dry myself in the bath.

After drying I make sure I use the toilet before I leave {as it

will be in constant use by other members of the fawmily until

BrR0.

Ar 7:30 tea and toast seem Lo help relieve the nausea and the
metallic tagte in my mouth, but leave me still feeling faint
from leaning over the bath to clean it. The next dob on my
agenda is to apply Unguentum Merck and 845 creams. Then, while
that's scaking in, I give myself my Pactor Y111 injection.

At ¢ a.m. it's time for more tablets, CTo-Trimoxazole and
Co-Dydramol, with a second 500ml of bottled water. By this time
I could go back to sleep and give in to the constant fatigue
and tiredness, but a visit to the toilet is needed, so 1 geb
dreszed and go downstalrs, taking any bedding that may need
washing if we have had & bad night with sweating. I bry and
heep myself moving by helping to tidy up after breakfast.

Ar 10 a.m. my sister-in-law Lakes me swimming at the local
bathsg, After one hour's exercige I arvive home at around
midday, feeling like shit, butr pleased I had completed my hour
of exsrcige. It's now fime to eat a light snack before sleep
takes over untll 3 p.m., when it is then time £o take some
tablers (Stavudine, and Co-Dydramol again}, then ten minutes
muscie toning before getting back off the bed to help with
anything that nesds doing around the house. This part of the
day is the pericd when I kattle most with the urge just to sit
down and rest. I keep golng and try nobt to think to much about
che health sitwation I find myself in. It is & constant
struggle to keep convincing myself that T am making the best
choice by taking the drugs. The doctors tell me my wiral load
resulbs are improving but wy body {which I have alwavs trised Lo
listen to} is telling me that things are failing. Maybe the
fatigue will be better with time, 1t's still eaxrly days (only
four months since starting the new drugs).

Musgt remembsr fo drink plenty of water to stop kidney stones
forming {a side effsct of triple combination!, I am already
metting dave when it's painful to pagss water.

By 6 p.m. it's time for the main meal of the day, followed by a
second bath (Gilatum, Unguentum Merck and E45 again). 7:30 teo
10 p.om ds guality time with my family or friends. I may even
have a glass of wine some evenings {(not often, as it makes my
liver painful - a complication of Hepartitis ).

10 pom. and it’'s the last dose of tablests {Indinvar,
Lamivudine, Bravudine and Co-Dydramell. I must walt an hour now
for a light snack with a hot drink to try and relisve the
nauzea and metal taste from wmy mouth. At 11:30 p.m. we retire
re bed, hopeful of a good night's sleep, with no interruptions
from night sweats, the need to use the toilet or just being
unabhle to sleep.
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Aa well as the above drugs, I might also bs taking treatment
for opportunistic infections. The side effects from all this
medication that I am currently dealing with include headaches,
nausea, diarrvhoea, allergic rash, muscle pain, fabtigue and
peripheral nsuropathy.

I make three regulay visits to the hospital every week, apart
from a monthly blood test, pilcking up medication, and visits
g L3

for any other HIV or hasemophilia related problemg which may
have developed.

My typical day starts around € a.am. when I am awaken by the

gentis throbbing of our ever punctual milkman's diesel
engine..,.... and 80 1t goes on.

I would just like to add that my wife ig also HIV positive, and
vaking the same triple combination therapy as myself, with all
che HIV related problems above {(plus a few female only ones).

Bve for now

Frow a very patient Patient.
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L MACFARLANE TRUST STRATEGIC REVIEW - APPENDIX 3

PESYCHOBOCIAL ISSUES FACING MACFARLANE REGISTRANTS:

AN OVERVIEW

There have been a number of changss that have affected those
who are living with haemophilia and HIV over the vears. Some of
these are to do with the ilmpact of living with a terminal but
indefinite diagnosis for many vears, bub increasingly they ars
o do with recent radical advances in anti-HIV therapy.
Thanging social priorvities, the subseguent changes in political
and economic health and social care agendas and policies have
also had & significant impact. Howsver many of the fundamental
issues facing registrants are the same as they ever were,

This document attempts to highlight some of the main issuss
that face this Haemophilia & HIV Community. It is hoped that
the full review will provide more complete evidence of these
needs and also strategles to combab difficultiss in a positive
and responsive way.

KEY ISSUES

* HEALTH SITUATION: IMPACT OF COMBINATIOR THERAPY

New anti-HIV therapies have brought mixed blessing. Various
statistics show decrsases not only in the rate and number of
deaths from HIV related illnesses, bubt also in measurss such
ag freguenoy and length of inpatient stavs on wards. For
exanple, in London there has besn a marked reduction in HIV
dedicated beds, and ssveral dedicated wards have actually
closed.

,‘

However the treatment regimes that most patients have to live
with represent a huge intrusion and pressure on day-uto-day
1ife. People must adhere to stringent regimes of medication
that can be digruptive to daily life. The pide effecte for
theass drugs include nausea, diasrrhoea, vomiting, abdominal
pain, headache, fatigue, halr loss and muscle pain, anongst
others. For those people Lrying o maintain employment this
is a nightmare, and in all cases has gevious implications for
guality of life.

Some drugs uged in combination therapy have added side

L effects for haemophiliacs,. Alszo the effects of go-infection
with Hepatitis € Virus {affecting the majority of
registrants! cannct be ignored. Both HIV and HCV seem to
speed each other's dissase progression. Additionally, chronic
liver damage from active hepatitie affects drug metabolism,
and thus access toe life saving therapy.

Therefore, although prognosis has improved greatly for many
registrants, it is at the cost of drug regimes and side
effects that often affect guality of 1life markedly.

1
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*  RANGE OF NEED

The practical support needs are many and varied., HIV
gymptoms and drug side effects allied to the well-known
problems asscciated with long-term haemophilia will mean
many mobility difficulties. Reguests for help with adaptions
{ for sxample for hoists into baths) have become freguent.
The rapidity at which need can changs iz often marked,
whilst the response time of local authoritiss may be too
lengthy.

A whole range of mental health problems are now surfacing.

Mozt people who were told they were HIV positive were given

the prognosis that they would not survive past two Lo bhree

vears, Some did die this guickly, most did nob. Fifteen

vears later, the survivors have now lived with uncertainty
- for a very long time. A lot of people are reflecting on the
i vears gone by and the people they have lost along the way.
There is a large group of people doing a lot of delayed
grief work. Only now they are dealing with the sense of lossg
they have been living with for so long. Thig loss might be
to do with people who have died, bubt might also be due to
the loss of 1life that they could have had in different
circumstances.

In a material sense most people, feeling that they only had
a short time to live, have spent the original money that was
given to them by the Trust, This money was spent on the
problems that faced them at that point. They are now looking
at having & limited, wedically regimented life for a longsr
time than they could ever have expected, whilst living in
financial hardship and with chronic nesd

* IBSOLATION

The isclation of this group has, if anvthing, increased over
the years due to the ongoing stigma that still exdists within
socleby. Most people have continued to communicate thelr
statug bo a very limdted nunber of people, 1f any. This leads
tooan unwillingness to access local services due to fears of
confidentiality. This isolation is exacerbated by the
reducing size of the haemophiliz and HIV population, which
has led a lot of people to isclate themselwss further.
Reaching out to this group reqguires specialist knowledgs and
understanding.

#* BEREAVEMENT

The Macfariane Trust still has a duty to support the
dependants of thoss who have disd. The isoclation, that a lob
of people dealt with when theiyr loved ones were alive,
carries on after they have died. & lot of people thersfors
asre not able to tell family, friends, relstives or neighbours
sbout the real reason for a loved one's death. In some cases
children from families, where a wember has disd in these
ciroumstances, will have special educational and other
pavehological needs due to these confidentialivy problems.
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* LOCAL VARIABILITY OF SERVICES & ACCESS TD TREATMENT

Acuoess to combination therapy is variable across the UK at
thig time. YPrescoription by post codeY means that where you
live,
and not clinical need can often be the criteria for accessing
combination therapy. Likewise, areas with higher HIV
incidence will often have better statutory and voluntary
services {medical and psychosccial) than areas with low
incidence. Bervice provision for registrants is vsry Ypatchy®
crosg the UK. Bven with London, the variability betwsen
moroughs and health authorities can be marked. Furthermors,
the awareness of haemophilia issues iz often poor in
mainstream HIV services, and many, 1if nob most, are not
perceived by hasmophiliacs as "haemo-friendly® - most are
seen as gay, drug-user or African focused,

* BEROSION OF BERVICES

The progresszive loss of ring-fenced funding for HIV treatment
and care, the cost pressures of combination anti-retroviral
cherapy and the increased cost pressures of other aresas of
medical technology {including recombinant blood products)
means less money is availlable for those HIV specific services
that do exist. Specific seyvices for those with HIV and
haemophilia are now alwmost pop-existent. Furthermore as the
numbers of co-infected haewophiliacs have decreased, so
dedicated services are disappearing.

* ROLE OF THE MACFARLANWE TRUST

A lot of people in many arves are not able Lo access emotional
or practical support in the same way asg before. This leaves
the Macfarlans Trust as the main central body dealing with
the HIV and haemophilia community. The Trust, in the sarly
years, had to concentrate its’® efforts on providing and
administering financial support. Increasingly howsver, the
pegycho~gocial needs of the registrants are coming to the
attention of the Trust, and they are besing asked dirsctly to
provide or organise support f£for people. It ig felt by the
Trustees and steff alike that this represents an ongoing

. challenge and that the full review of the work of the Trust
. will demonstrate that these needs will, 1if anything,

L increase.

The Haemophilia Scociety has recently appuinted a new
nasmophilia and HIV development worker. Close links with this
worker are already beling bullt up and it is envisagsd that
through this partnership people will have a central
specialist resourcs to turn to for help. The knowledge and
information regarding both rreatment and effects of
haemophilia and HIV/ HCV co-infection ig increasing all the
rime and it makes sense for this informarion to be held
centrally. A lot of people do not have acgess o this
knowledge and informabtion elsewhere and need a point of
comtact Lo answer gueriss.
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There is now in the general HIV population a lot of
expertise, resources and potential support for this group
amongst both the wvoluntary and statutory sectors. The rols of
the Trust is increasingly to use this neiwork bto access

. confidential, HIV specislist support for people and provide s
o bridge for people living in isclation to the expertisze that
can be found within reach.

Pesyrhosocial Needs Subgroup

18988
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MACFARLANE TRUST BTRATEGIC REVIEW - APPENDIX 4
& Medical Viewpoint from a Haemophilia Centre Director

Recent Developments in HIV trestment and care

s

There have been a number of recent scientific developments in
both the management and specific treatment of those with HIV
snfection and these developments ave having a significant
impact on the gquality of life of these patients.

For wmany years, the moest sensitive way of assessing the damage
being caused to the imoune system by HIV was to monitor CD8
cell counts, these being the white blood cells dsstroved by
HIV. Therse was a precise and meaningful inverse correlation
between the level of the CD4 cell count and the likelihood of
progression Lo clinical disease and treatment decisions were to
a large degree based on these parameters.

Guite recently, HIV wvirsl load testing has been introduced and
thig repregents a very accurate way of measuring the amount of
HIV virus in the bloocdstream at any one time. Thig hag proved
te be a much more gensitive predictor of impending clinical
detericoration than the CD4 cell count and the availability of
this vest also means that the effect of treatment on the virval
ioad can be asssssed more accurately. From the laboratory
peraspective therefore there are now much mors sensibive means
of assessing both the state of the patient's virus infection
fand its impact on the ilmmune system! and the rssponsse of the
immune dysfunction and viral load to breatment,

s

Paraliel with this, there have been significant developmesnis in
the field of anti-vetroviral therapy. The MRC Delta Study
indicated that combination therapy - uBing two oy mors
anti-retroviral agents - was olearly wore effective than
monotherapy and this has evelved into the concept of 'triple
therapy'. In these regimes, f{wo anti-retroviral agents that
affect an esgential viral snzyme - Zidovudine and Lamivudines -
are combined with a particulaxly powerful and newly available
group of drugs called protease inhibitors. These drugs work in
& different way on the virus and seem to be gynergistic in
rheir actions.

Both from the clinical and immimological stand point, the
implementation of this new combined therapy has had an
gxtraordinary impact. Thers has been at least a 50% decrease in
patient mortality and a numbey of patients who had begun to
prepare themgelves for death are now fesling s much bebter
that they are able Lo consider reiraining and ave having to
cope with a number of diffsrent medical and psychological
problems in their lives. The immunological response to this
therapy is dramatic, in that patients who may gtart with a
viral load in excess of 50,000 copieg/ml are found to have
undetectable virus in the bloodstream when the viral load test
iz repeated after only a few weeks of therapy. In other words,
the new therapy has the ability to effectively clear HIV from
the blocdstreanm.
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To date, response to this new therapy appears to be sustained
a;%ncugh from the medical point of view one clearly nseds
further information before being able to say that Mhﬁ dramatic
imyx&vam@ntg seen so far are likely to bhe long lasting.

AIDS has thus hegoms a chronic and m&%aﬁ@ablﬁ illness with

patients undergoing complex laboratory and 1mmuanQ~3wa} tests
and raking complicated drug regimes but with substantial
clinical benefic,

M WINTER

Haemophilia Centres Dirsgtor 24th Pebruary 18%8
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EXECUTIVE SUMMARY OF MAIN FINDINGS

2.1 Members Survey

Z10 In general, members taking partin the survew
gverail (60% thought thar the Trus: did its o
that the Trust did a satisfaciory job) Mos
with enguiries sensitively, and the macf‘"
Trust's p uﬁ,e;:wr:« confidentall

2,12 One in ten respondents had not had any contact with the T s {other than

receiving regular pavments and Newsletwers)., Of the remainder, most had

rust by telephone, or by letter. Only 9% of the sample had
S

213 Ofthose contacting the Trust, most felt that the Tm* m::izeci o lewers and
telephone calls within a reasonable period of time (97% in both cases), and
hat it was easy to find someone at the Trust w dﬂ*:ﬁ wi é’gt}*em Gooutofthe

%

44 ?8@}3&?‘{* dents who had contacted the Trust in pﬁ‘“‘?&}{l

214 A fifth of the sample were not aware of any of the services offered by the
Trust. Of those who were aware of the Tr‘ast’s services, a third had never used
sy

215 Thf" most popularly used of the serv me% offered by the Trust was information

on avallable D“sb benefits, and help with applications for benefits. Fach of
these services were used by around 2 third of the sample

2.1.6 Twenty four percent of members ras;:f“ré ng to the survey had notcontacte

a
anv organisations for help, information or advice in relation to their HIV. %,}f
-1

the 335 respon a:ie‘zzﬁ who had contacted an organisation over half {329 had
contactad the Mac :m me A further 46% %zx; contacted the Haemophilia
Rociety - ra*mz aned 36% had contacted thelr

207 Those who had contacted an organisation had bes
*'*?:) Wm or ;1:,*,: :r:‘" Srmation on {}\"'% ber‘

amr:iz‘:azzm:: for raﬁ;e& 3
<

ewzwithothersinthe s

218 1 irf "»rmm

. r-‘o 2 ~ . P Sy
tons contacted appeared to differ depending on the vpe of advice
n sought., E"o*‘ example, respondents wers s

& R
ical maners {such as information on bem i3, and
a Sox

)
o
£
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Respondents were then asked how the services they felt were required would
best be provided. Again, thers appeared to bf: & perception that different types
of services were best provided by dxhge:refzt tvpes of o rgmisati ns; with the
Trust seen a3 the most suitable provider of help and information on practical
tssues {such as applving for benefits, .mci issues concerning debts and money
management), and Haemophilia Centres as the best providers of information
on treatments for HIV and mmpie%enww"{zi @rnative therapies, and the
opportunity o talk with a qualified counselle

j
&

Respondents were asked to indicate which form of payment prmiﬁaﬁ by the
i

Trust was their most ::;pc} want form of variable financial heln. The mos:

i 1abde p«wvmem 1o members wag the mg: rrate regular
ose health was poor (named by 43% as their first priority

y é:s:;ﬁﬁdizwa‘:, b?im« ed by the higher rate wd‘mn&; payment o those on

o
e
oy
A
g
;‘3“ ;zs

tenefits (chosen as the most imponant priority by 2

term reguiar payments for widows with children was named as the most
important form of financial help by 13% {althou g‘z‘* E‘z*; s praportion was higher
ngst respendents who are married/living as married, and those with

¥
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cEpendani O *}3

ks

*o of the sample). Long
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i
3
&

« w o f i - Loy sgo UL «
; me}h% hthe ma Oi"iw DI0¢ 3ampie weare abig 1oy hilf« their personal
priovities o i cial

L3

rexpenditure, there was also a general awareness of the finan
constraints placed on the Trust. Halfof the sample folt that there wers ne
other types of payvment that the Trust should provide. and mo

the o £y

-V;}i:ﬁ':"id more an services 1F this means reduct

and single pavments.
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2,2 Dependants’ Survey
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¢ Thecons

A REVIEW OF THE MACFARLANE & EILEEN TRUSTS FOR THE
RDEPARTMENT OF HEALTH | 9@@

EXECLTIVE SUMSARY

AF Cmm tanis were commissioned to review the effectiveness of the Macfirlane
nd Elleen Tms As t“s»ﬂ‘« hare common staff, common procedures and some
commoen Trusiees, and as the Elleen Trust is now such a small operation, botk

T

Trusts have been ev axa‘w together

The conclusion of the consultants is that managed
organisations, managing 1o meset need in an immense) Bt
They are dealing with the needs of a small and diminishing client group, and also

have developed

!
o
ity that are, by

addressing the needs of the su%‘%mrs, and in order 1o do this
procedures and poiicies for assessing need and determining eligini

and {arge, administered fairly and cor @aa&imataiy

%
‘:.‘J
{3’?

o3

& e o1 'V .
among the membershin, bur much of this relates 1o the
~

1d particularly the slow stan up which, to many sufferers,

A decision abour the foture of the Truss grgeacy because the
nature of the client group means that the population of beneficiaries is declining in

i i - - a N e .
size Addiionallv, Trustess are 2
srat the same ime as
o derermine future

nasts with major
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conc it ants momet s dnd char & arsas the Trusts {
he consuliants concluded that in all these aress the Trusts are operating
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