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Preface

In 1982 three people with haemophilia became ill with infections usually
seen only when the body’s defence systems have been compromised.
The cause of their underlying disease was unknown, but the illness
mirrored that appearing with increasing ferocity in young people in
America. Many of the latter were male homosexuals and because of
their sexuality there is evidence that insufficient notice was taken of
their suffering. The cause of their disease, the acquired immune
deficiency syndrome, or AIDS, was not found until 1983 when Luc
Montagnier and Robert Gallo and their colleagues described the AIDS-
related virus, and the antibody test that signalled infection. Since then
AIDS has shown remorseless progress’in society. The careful work of
our public health organizations, notably the Centers for Disease Control
in Atlanta, Georgia, has shown the virus to be no respecter of the
human being, no matter what sex, age, colour or race: AIDS can kill
anyone who becomes infected. To date, there is no cure. To date,
there is no vaccine.

In 1985 I visited both New York and San Francisco to see for
myself how AIDS was affecting people, their spouses, their lovers, their
families and their communities. It was salutary for a doctor whose
patients are supported by a National Health Service, both in hospital
and at home, to learn of the distress caused to people in communities
without a background of continuity in medical or social care. I was left
in no doubt that the prejudices and politics of AIDS continue to
interfere with the delivery of proper health care to patients and to
research in many countries. Much of the support needed comes from
voluntary organizations and Americans owe much to the skills and
energy of men like Rodger McFarlane of the Gay Men’s Health Crisis
in New York City, and to foundations like Shanti in San Francisco. In
the United Kingdom the Haemophilia Society, the Terrence Higgins
Trust and, more recently, the Standing Conference on Drug Abuse
(SCODA) have led the way in the voluntary sector. Here at least
government has now begun to deploy the only weapon we have at
present against AIDS — the informed education of the public.

Much has been written about the role of the media and the approach
of journalists and broadcasters to the subject of AIDS. We sometimes
forget that tolerance and compassion are individual qualities not dic-
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. tated by a surfeit of high drama in the newspapers or on television and

that what we get from the media is, to a large extent, as good as we
are prepared to give. We need the help of professional communicators
if we are to make any headway in our attempts to stem the spread of
AIDS in the community. The results of a Gallup poll, conducted for
the Daily Telegraph shortly after the conference reported in this
volume, showed that a quarter of those questioned felt that they
knew almost nothing at all about the disease, 19% considered it more
contagious than the common cold, 36% thought it could be caught by
kissing and 30% by associating with someone with AIDS. Behind these
misconceptions lay more sinister conclusions: 26% of those questioned
opposed allowing students with AIDS to attend school even ‘if health
officials say there is no danger’; they would keep their children at home
if they thought a child with the disease might be attending the same
school. And 82% agreed with a statement that ‘school officials should
tell parents if a child with AIDS is attending their child’s school’. So
much for privacy and the human rights of individual children and their
families. We have a long way to go.

The facts about AIDS are detailed in these Proceedings. The disease
is spread only by sexual intercourse or by the inoculation of infected
material, most commonly by sharing contaminated needles. The virus
is very fragile outside the body, and is easily destroyed by hand washing,
by detergents and by the commonly available disinfectants. There is no
evidence of casual spread in homes, schools, work places, swimming
pools, ‘pubs’ or public lavatories. Only one health care worker has
become infected as a result of inoculation, and then because of micro-
transfusion rather than needle-stick injury. Good working practice,
sound hygiene and common sense prevent AIDS.

The other face of the disease is that of concern to us all. Although
we are faced with a virus so sensitive that its protective envelope is
destroyed by soap, it has a mechanism so subtle that it can reach,
undetected, into the heart of the human cell. Here, incorporated into
the blueprint of life—the genome—it may lie dormant for years, later
to erupt and infect other cells until the balance of health is tipped.
After infection, the infected person is infectious to others. Unlike other
antibodies, the AIDS-related antibody confers no protection to the
body: it is simply a marker of infectivity. The question of whether an
individual should be tested or not is one of the subjects of debate in
this book.

The one unequivocal message that emerged, clear and enforced by
repetition, from the conference was that the need for education is
paramount and urgent. The UK Government campaign of public adver-
tising cannot stand on its own: it needs the backing of all of us working
in the fields of health and social care. Unless it succeeds, our society —
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Xii Preface
and especially our sexually active youngsters and those who abuse

intravenous drugs — will be at increasing risk of contracting a disease
for which, as yet, we have no answer.

PETER JONES
Newcastle upon Tyne
March 1986

The AIDS Conference 1986 was sponsored by
the Department of Health and Social Security
and by the Haemophilia Society
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Opening Address

DoNALD ACHESON

Department of Health and Social Security, London, UK

Haemophilia and AIDS

The sponsors of the AIDS Conference 1986 are the Department of
Health and Social Security and also the Haemophilia Society. The
tragic way in which haemophilic patients have been exposed to infection
with HTLV III and to the attendant risks of AIDS—a problem which
is world wide—has aroused widespread and deep sympathy for the
sufferers of this illness. Great strides have been made recently in the
treatment of haemophilia: only 25 years ago it was a condition which
usually ended fatally or with serious incapacity in childhood; now it is
possible to offer the prospect of an active lifestyle, with a similar
duration of life to that of those of us who are unaffected by haemophilia.
This has been achieved by notable medical research, much of which
was undertaken in the United Kingdom. Then in 1983 the bombshell
dropped and we became aware of the transmission of HTLV 111 infec-
tion via some blood products. This tragedy has by no means been
confined to haemophilic patients in the USA and in the United King-
dom: transmission of HTLV III through the use of contaminated blood
products in their treatment has affected patients in 87 countries through-
out the world. We can now expect that with heat-treated coagulation
factors the risk to haemophiliacs in the UK of contracting HTLV Il
infection via such products has virtually ceased. Dr Philip Mortimer
and others recently recorded (Jesson er al., 1986) that no further rise
in prevalence of specific antibody to HTLV III has been found in tests
on haemophiliacs since 1984, and we are all very thankful for this
finding.

Routine screening of donated blood

The introduction in the UK of routine screening of all blood donations,
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4 Opening Session

the blood supply for all. The co-ordinated introduction in the UK went
ahead smoothly and without any delay in relation to the planned date
which had been set in the Spring. We now have the news that the
number of donors found to have positive tests in the Blood Transfusion
Service (1 in 45000; see Chapter 10) is very low indeed compared with
the incidence of positive donations reported in other countries. For this
we can thank the long-established tradition of free walk-in clinics for
the treatment of sexually transmitted diseases. in strict confidence,
which have been available throughout the United Kingdom for 60
years. With no hassle, no form-filling and with strict confidentiality,
anyone who wishes can now walk in and have a test done for HTLV
III antibody at these clinics. Similar systems are not available in many
other countries and in such circumstances some people seem to have
donated blood in order to be tested; that is clearly not the case here.

Epidemiological studies

HTLV III infection and its complications have placed an additional
burden on haemophilic patients and their families and the doctors
who supervise their treatment and, of course, on the doctors in the
Haemophilia Centres. 1 am very appreciative of the work done by
nurses, doctors, social workers, the Haemophilia Society and all
involved in haemophilia care who provide patients and their families
with information about HTLV III infection and its consequences for
each affected individual, and who counsel and help them in every way
possible. Even tragedies can unexpectedly benefit others: although, 1
fear, it is little consolation to those affected, nevertheless through
knowledge of how HTLV III infection has affected haemophiliacs we
have obtained epidemiological information which will be of con-
siderable value to those dealing with the transmission of the virus.
Because of the national organization of services for haemophilia pati-
ents in the United Kingdom we are uniquely well placed to contribute
significantly to this research. The Department has given £60000 to each
Haemophilia Reference Centre to help with the counselling which they
do, because the regular monitoring of patients to ensure their continued
health has clarified many facts about the infection. The co-operation
of patients and their families has enabled the Haemophilia Centre
directors to determine the prevalence of HTLV III infection amongst
haemophiliacs so far tested and this study has shown that about one-
third of those tested have specific antibody; fortunately only 1% of
these have contracted full clinical AIDS.

Opening Address s
Control of spread of HTLV I infection

j 1 a small number of spouses of haemophiliacs are known to
}ﬁzfioaucgqluired HTLV I infection, research, both at home and abroad,
shows that there has been no spread of infection in nor'mal c%omestlc
éontact between haemophiliacs and other members of their famliy. Qne
of the purposes of this Conference is to increase faqtua? information
and to diminish misunderstandings and fear about this dxseas;. There
is no doubt that the AIDS outbreak presg:ts all of us with what
is probably the greatest challenge to public health in the ﬁe%d_ of
communicable disease this century. Although only 287 cases of chmpal
AIDS so far have been reported in the UK, we know that the viral
infection underlying it has affected many more: it is p.robable that about
20000 people have already been infected with the virus. The fact that
most of them are well and unaware of their infection, which they are
capable of transmitting sexually to others, adds greatly to the problems
of controlling spread. ‘ .

The role of the voluntary sector is an essential element in the work
we are doing to control the spread of the disease. The Department of
Health and Social Security is giving financial support to thf: work of
the Terrence Higgins Trust (see pages 223-231) and I would like to pay
tribute to their efforts in this field. It is largely due to them, and to
the work of the Health Education Council and othe‘rs, that thos.e. in
the high-risk groups are responding in such a responsible anc‘i positive
way to the practical health education messages on HTLV II‘I mfectign.
The recent appearance of specific antibodies in drug addicts at h{gh
prevalence in certain cities in Scotland is a serious development which
is being looked into urgently. ‘ . ,

We must now look to the future. Valuable research is going on in
this country and elsewhere to seek a vaccine and an effective treatment
for the infection. In the meantime our principal weapon to reduce Fhe
rate of spread of infection must be public education and understanding
of the nature of the infection. The UK Government fs at the moment
developing proposals for a national public informaﬂo'n campaign on
AIDS which we plan to launch shortly, and £2-5 million has been
allocated for this purpose. The aim will be to inform botb the. gene:ral
public and those in the high-risk groups about the nature of the infection
and the ways in which its spread can be controlled. All health pro-
fessionals, right across the board, as well as 1nembers of the public,
have a role in controlling the spread of the infection.

WITNO0841029_0012




6 Opening Session

Reference
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ntroduction

PAUL VOLBERDING

AIDS/Kaposi’s Sarcoma Clinic, San Francisco General Hospital,
California, USA

_Introduction

- My contributions to the Conference can be divided into three parts:

first, in this chapter, an introduction; second, in Chapter 13, the clinical
approach to patients with AIDS, which is the subject that interests me

‘the most; and finally, in Chapter 19, a summary of information of

general interest. I will deal with such politically charged issues as
antibody tests, the development of vaccines, and the risks of AIDS to
health care workers and to heterosexuals.

Epidemiology

First, I want to discuss the epidemiology of AIDS, and the nature of
the disease. This very general introduction relies heavily on data from
the Centers for Disease Control (CDC) in Atlanta. Dr Acheson (Chap-
ter 1) has already stated why he is so concerned about the disease.
Unfortunately, AIDS is still rapidly increasing and, in its fully
developed form, has almost invariably killed affected persons. The
potential for the spread of this epidemic is something that concerns all
of us. AIDS represents such a striking phenomenon, such a dramatically
new disease, that both it and its investigation cannot help but tell us
some important things about other diseases, including cancer, that have
plagued us for a very long time. These, of course, still remain more
common than AIDS and, as an oncologist, I have long been concerned
about the relationships between the immune system and the formation
of cancers in humans. It is our hope and sincere expectation that, by
studying AIDS, we will learn more about that process, and thus will
be able to offer information and help to many people.

AIDS is much more than a medical problem. Although it is such a
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8 Opening Session

and all our abilities are being tested so that we can come to grips with
a new situation that the population at large finds frightening. As we
try to communicate our own concern to the public in a way that
promotes effective changes in behaviour and effective research pro-
grammes without causing undue concern or hysteria, we look for help
from the media, which in the United States has proved very useful in
this respect.

The city of San Francisco is in many ways similar to that of Newcastle
upon Tyne. For example they have similar population sizes and, until
the AIDS epidemic, were both very proud of their liberal approach to
a variety of lifestyles. A result in San Francisco in the early 1980s was
a situation that set the stage for the AIDS epidemic that was to develop.
Several factors in San Francisco, and indeed in Western culture gener-
ally, ranging from political to sexual, and from medical to geographical,
led to the rapid appearance and rapid spread of this new disease. The
city has a very active homosexual population, which was characterized
in many cases by the practice of having sexual relations with multiple,
often anonymous, partners. Sexually transmitted diseases were
especially common in this gay community, as was the frequent use of
recreational drugs. We think that these factors increase the chance of
encountering viral infection, and probably increase the chance that a
new viral infection will cause more severe damage to the individuals
concerned. At the beginning of the epidemic, not only was the medical
profession inexperienced in dealing with homosexuals, but it was also
totally unprepared to cope with the kind of problems presented by
AIDS; the obvious example of this was Kaposi’s sarcoma (KS), a
disease about which even oncologists knew little. Such infections and
cancers were very seldom seen in ‘healthy’ people. In addition to the
factors that contributed to the rapid spread of the disease, therefore,
there was a slow reaction of the medical profession to mount an
effective response to the new situation, made more difficult by the
increasingly easy, cheap and frequent travel, which contributed greatly
to the rapid spread of AIDS throughout the world. AIDS is now a
worldwide problem.

Early in 1979, physicians in San Francisco and other areas of the
United States began to encounter gay men with diffuse reactive lym-
phadenopathy, a condition not reported in the medical literature until
the existence of AIDS itself was recognized. Although we had begun
to see other unusual problems in 1980, especially unusual opportunistic
infections, it was not until the middle of the following year that we
realized, in conjunction with reports from Los Angeles and New York
of similar infections and unusual tumours in homosexual men, that an
AIDS epidemic had been with us in San Francicra far coama tHma

Introduction 9

Definition of AIDS

It was at this point that the Centers for Disegse Control ('CD.C), thg

branch of the US Government that is respon‘S{ble for monitoring ehpl-
demic infectious diseases, established a definition of AI.DS which a§
stood the test of time remarkably well (Table 2.1). In bnef, AIDS wads
defined as an unusual infection, or unusual cancer, \A{hxch affiectel

somebody who had previously been in gooc} health. Thls very smlphe
definition has been a powerful tool for tracking Fhe epidemic: t'rom the
carliest days of the epidemic, it has been possible to trace with con-
fidence the spread of AIDS to new areas of the USA and to new

ion groups. -

pof/ﬁi;c;ﬂfgctioﬁs and cancers are included in .the CDC deﬁmtloln‘ 0}{
AIDS (Table 2.2). The list of medical problem§ is very long and I thin '
that the most striking thing shown by Table 2.2 is the ama;mgly complelx
series of problems that face the patient with AIDS. It is not a single
infection or a single cancer that the person encounters, but nun.uer‘ous
infections and often numerous cancers in the progression of the dlsea§e.
Those problems that are marked with an asterlsk in Table 2.2 requlr(e;
that, in order to fulfil the CDC definition, testing for the AIDS-relate

Table 2.1 AIDS: the CDC surveillance definition

®

AIDS can be diagnosed when ‘ )
an opportunistic infection or an unusual malignancy

occurs in an otherwise healthy person

Table 2.2 CDC-defined AIDS

AIDS infections AIDS malignancies

Kaposi’s sarcoma
CNS lymphoma
High-grade B-cell lymphoma

Parasitic
Preumocystis carinii
Cryptosporidia
Toxoplasma gondii
Bacterial
Mycobacterium avium complex
Viral _
Invasive cytomegalovirus
Invasive herpes simplex virus
Fungal
Cryptococcus
Histoplasmosis™

E

# Dannirac ranfirmatinn af ATNS virng infection
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10 Opening Session

virus be carried out. Until very recently, the diagnosis of AIDS could
be made without any laboratory testing whatsoever; the doctor had
merely to find one of the unusual cancers or opportunistic infections
in the appropriate immunosuppressed risk group, in order to make a
diagnosis. This is still true, but there are now certain situations which
require testing for the AIDS-related virus using the antibody test. In
California this is strictly regulated by law, and raises complex questions
of personal choice and confidentiality.

Incidence

As the incidence of AIDS increased, it became evident that the doub-
ling time of the AIDS incidence, initially thought to be about 5 months,
is about 12 or 13 months in both the USA and Great Britain (Figure
2.1). An optimistic feature of the epidemic is that in some areas of the
USA the epidemic is beginning to plateau, and even to decline. In San
Francisco, where the disease has remained largely a problem of the
gay community, we have seen no increase in the number of new cases
during the past six months, suggesting that some of the educational
programmes that we have been conducting locally in a very aggressive
fashion are beginning to pay off. Education alone may therefore help
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epidemic. Nevertheless the disease remains common in San
i?orasfl?:li)sctgé Inp 1981 we had often to justify our requests for additional
funds for AIDS research, because it was gonsdered such an uncommon
disease; we are no longer asked to do this, because the disease is no\x{
so incredibly common. We now have nearly 2000 cases out of a tota
population of 700 000; AIDS is so prevalent among the gay populz;]tflon
that many of our patients know personally about 10 people who have
i ing the epidemic. ‘
dligigil:;l;i shows the severity of the AIDS situation in San Francisco,
in terms of both the increase in cases and the number of people wgo
were diagnosed as having AIDS more than three years ago, and w So
have since died. Mortality of 100% has been recordgd in some AIS)S-
infected populations, and we think that overall mortality rates for A
i ach this figure.

Wﬂllniizrgilci}:ed Statgs, AIDS started in fairly discrete areas. Although’
initially we thought that the epidemic z&_ffected only three cxtxes——l}fgwg
York, San Francisco and Los Angeles—it soon became clear that ATh‘
had spread to many smaller cities and towns across the countré: ’ is
is important, because I think that the pattern of spread Qf the xseaste
that we have experienced in the USA will be repegteq in other plar S
of the world, where the epidemic is only nOW begmnmg to Qeve op.
From what I understand about the situation in Great Britain, it seems
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that the epidemic started 2-3 years later than in San Francisco. Our
experience in San Francisco may therefore help to show how the
developing epidemic should be approached in the UK and other coun-
tries. Table 2.3 summarizes the fact that AIDS is now truly a nationwide
problem in the United States, affecting cities in the heartland, in
addition to those on the coasts.

Table 2.3 Reported cases of AIDS, United States, by Standard Metropolitan
Statistical Area (SMSA) of residence, 1981 to 1 October 1985

Percentage of  Cases per million

SMSA of residence Cases total cases population®
New York City 4457 33 488-7
San Francisco 1519 11 467-3
Miami 443 3 272-5
Newark 351 3 178-5
Los Angeles 1161 9 155-3
Elsewhere, USA 5680 41 27-8
Total 13611 100 59.8

* Based on 1980 Census

ASSOCIATED TUMOURS

The cancers associated with AIDS are particularly interesting, because
at present they affect primarily the homosexual community rather
than haemophiliacs. To date AIDS has predominantly affected males:
indeed, 95% of cases in the developed countries are in men. We think
that this is not just because the population that is most affected is gay,
but may indicate a male predisposition to this disease, especially to
some of the malignancies that are associated with it. This association
is reflected in the KS rates. Table 2.4 shows that females with both
AIDS and KS are rare, in contradistinction to the opportunistic infec-
tions which are common to AIDS patients of both sexes.

High-risk groups

In the United States, cases are predominantly in homosexuals, although
this situation is changing; one of the more ominous things that we have
seen, particularly in New York City and the surrounding metropolitan

Introduction 13

Table 2.4 Reported cases of AIDS by disease category and sex, .United States,
1981 to 1 October 1985. PCP = Pneumocystis carinii pneumonia

Males (%) Females (%) Total (%)

Disease category (N = 12648) (N = 963) (N = 13611)
Both KS and PCP 6 i 18
KS without PCP 20 v
PCP without KS 57 65
Other opportunistic

diseases 17 30 18
Total 100 100 100

venous (i.v.) drug users. This suggests that the success of efiucational
campaigns, and therefore our ability to control t.he epidemic through
education, has been limited to the gay community. We are not opti-
mistic about achieving a similar success with i.v. drug users. A major
challenge facing us is how to tackle the problem of AIDS in this group,
which is very difficult to educate. How do we reach the community
that is using i.v. drugs? In the United _States,. black and Hispanic
populations are greatly over-represented in the Lv. drug groups, z.md
this is responsible for the great surge of new cases in Ncw York City,
where more than 50% of cases nowadays occur among i.v. drug users.

The data in Table 2.5 which summarizes the breakdown of groups
at risk, are as true today as they were 4 years ago during the early
days of the epidemic. The epidemic, despite the fact Fhat AIDS has
spread so rapidly, has remained confined to the same high-risk groups
to a remarkable degree. The threat of AIDS to the geqeral public
therefore seems to be relatively small, because the proportion of cases
outside the major risk groups, currently less than .6°/ol, has remained
very small; many of these patients died before their risk group could
be identified. Cases of AIDS are largely confined to the adglt, §exually
active population, with a few cases in the very young paediatric group

Table 2.5 AIDS: US incidence and risk

Group Percentage
Homosexual males 74
Intravenous drug abusers 14
Haitians 5
Haemophiliacs 1
Children 1
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Figure 2.3 Paediatric AIDS: age at diagnosis, 1 October 1985 (N = 191)

(Figure 2.3). The distribution of paediatric AIDS cases shows that those
most at risk are children born to women using intravenous drugs. This
is an increasingly serious problem, and we should try to stop it, because
these babies are completely innocent victims of this disease. A woman
who is infected with HTLV III carries a high chance of giving birth to
a child who is also infected, and who will probably develop AIDS.

Mortality statistics

Another way to show the seriousness of AIDS is to look at the mortality
statistics (Table 2.6). Nearly all patients with opportunistic infections

Table 2.6 Mortality rates in AIDS, reflecting severity of immune deficiency
(helper cell number or helper: suppressor ratio are useful estimates)

Two-year mortality Ultimate mortality

Group (%) (%)
AIDS
Kaposi’s sarcoma 70-80 ~ 100
Opportunistic ~ 100 ~ 100
infection

Introduction 15

émd AIDS die within 24 months, although the. sit.uatiop is better With
KS. Patients usually succumb to opportuni.stic lnfectlgns, especially
pulmonary infections, although there is an mcreagng involvement (?f
the central nervous system in AIDS patient§. Rela‘uvely‘ few people dn‘e
of KS itself (Table 2.7). An area of increasing concern is the prognosis
for that group of patients with the lesser form of AIDS, whngh has
been called the AIDS-related complex or ARC. Figures relating to
 ARC are shown in Table 2.8. Affected people have a relf.itlvely lf)w
_ mortality rate in the short term, with fewer than 10% of patients dying
within two years. On the other hand, it is not known \yhat happens to
people with ARC, or indeed asymptomatic HTLV III infection, in the

longer term.

The virus

Figure 2.4 demonstrates the concept of the *AIDS iceberg’, wbich was
developed by the CDC long before anything was known about'mfectxon
with HTLV 111, or about the epidemiology of AIDS. We realized frgm
looking at our patients in the gay population of San Francisco that, for
every one that was diagnosed with AIDS, there were many more who
were affected by other medical problems. These were clearly not AIDS,
but we thought that they might be related to it, and therefore to the

Table 2.7 Cause of death in AIDS (various studies)

Cause Percentage
Respiratory 60
Preumocystis
Cytomegalovirus
LIP
Bacterial
Central nervous system 20
Toxoplasma
Encephalopathy
Kaposi’s sarcoma 10
Other 10

Table 2.8 Outcome in persons positive for HTLV III antibody

Outcome Estimated percentage

AT A 10
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Figure 2.4 Spectrum of AIDS — the ‘iceberg’

infection probably causing the end-stage disease. That we were correct
was demonstrated only when the virus, termed the lymphadenopathy-
associated virus (LAV) by Dr Montagnier, and the human lymphotropic
T-cell virus type III (HLTV III) by Dr Gallo, was discovered inde-
pendently at the Pasteur Institute in Paris and the Cancer Institute in
Bethesda, USA. This discovery changed our approach to the illness,
our understanding of its epidemiology and our ideas for therapy. The
virus can now be recognized easily and can readily be cultured in the
laboratory. HTLV IIl is a unique human retrovirus, which may have
originated in central Africa, possibly in the African green monkey, or
another animal species, from which it found its way into the human
population, later to spread rapidly by travel throughout the rest of the
world; this theory has yet to be proven.

Even before the causal virus had been identified, we suspected the
involvement of an infectious agent, which probably attacked certain
types of lymphocyte and thus caused immunodeficiency. Although we
can now identify the virus, we still do not know why some infected
people develop this immunodeficiency and die quickly, while others
appear able to cope with the virus infection very effectively, and remain
in good health for many years after becoming infected. Another clinical
challenge is to determine what governs the type of problem we see,
once the immunodeficiency is established. What co-factors, beyond
infection with the virus itself, are associated with predisposition to the

AMINA AN A ~f ATINO *
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New definition of AIDS

We have reached a point where we can brquen our deﬁmtxor;\ ?fD fS\IgrSl
from the original CDC surveillanc'e definition (Table 2.1). [DS o

0w be defined as a primary infection pf the T-lymphoclytest,h ek.pwordsy
~ of one helper type, by a human retrovirus (Table 2‘9).' no hm‘C resun;
it can be diagnosed from the presence f3f 1mmun€>deﬁ§1ency t abetween
in an increased risk of infection or malignancy. The dlffeye?nce cvee

the two definitions may be subtle, but the broader deﬁrfm?n tm i ano};
us to identify people at high risk and, as we develop therfip%cst ’ 0 cof tge
the progression of the disease, to treat peeopie at an ear};f;l stage o the
disease, with more hope of successful intervention. The incu ion

eriod of AIDS is uncertain because we cannot often detgrmme :

I?xact date of exposure to HTLV III. Estimation qf the incubation
;eriod is a little easier after blood transfusion, or in spmi ca‘se; gliz
haemophilia, where estimates range from a few mon'ths. ;ln the cg;tion
infants, to 5 years or more in adults. I suspect t!mt the mzcni on
period, from the time of infection to the onset of disease, is 2-3 yea

in most cases.

Table 2.9 AIDS: a modified definition

ic i i ially
is caused by a chronic infection of the T lymphocytes (_especx
hAeIll;eSr 1ssu?)!;ype) bz a novel human retrovirus. AIDS can be‘dxagnosed when
this infection has caused damage sufﬁciem to increase the risk of
malignancies and opportunistic infections

The magnitude of the problem

Until HTLV III was identified and we could begin to test fqr 1t{s
presence, all we could do was suspect t}}at we were dealing .\’\{lAth a
much broader problem than we were seeing clin{cally. The abxlt?y to
test for the virus enabled us to answer some very important qu.espor;is.
For example, are we sure that AIDS is a new disease? HO\y big is tl 1?
epidemic? How rapidly is it infecting pfaople? The San Franmss:o Hea~ ¢
Department and the CDC looked again at ?he results of th? Hepaét"rlt;)s
Cohort Study’, which involved sexually active gay men at a City .
clinic. This study began in the late 19703? its purpose be{ng to examu:je
the risk of hepatitis B, as part of a hepatitis B vaccine trial. Thgusap s
of men were interviewed to ascertain their sexual and health h1storneis,
and serum samples from them were frozen.'i‘“hei (‘?DC fub§eque:3t)f
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samples for antibodies to HTLV II1, to determine when the virus first
appeared in San Francisco. What was found was truly remarkable
(Table 2.10): as recently as 1978 there was no record of viral antibodies,
so we can conclude that AIDS is a new disease caused by the HTLV
HI virus. We can also estimate the rapidity of the viral spread through
the population. From a zero level of anti-HTLV 11 antibody in 1978,
by the middle of 1984 50% of a selected group of very sexually active
gay men had developed antibodies to the virus and, by October 1983,
73% of this group had become infected. There was thus a very rapid
spread through a large community and we now estimate that in San
Francisco 50% of randomly selected gay men are infected with this
virus. As we have 70000 gay men in San Francisco, we believe that we

Table 2.10 The scale of the AIDS problem

In principal risk group, no antibody in 1978
In same group, 50% carried antibody in mid-1984

Seropositives 60-80% culture-positive for AIDS virus; even more may be
capable of transmission

Estimated 1000000 infected individuals by early 1985

Risk of AIDS in carrier at least 10%, ARC higher, long-term health risks
unknown (?lymphomas, ?late reactivation)

Lifelong risk of transmission to offspring

are dealing with an epidemic already involving 35000 infected indi-
viduals. Considering that we do not really know the long-term prognosis
for such infected people, this is obviously a matter of the greatest
concern to us and a major reason why we are so interested in developing
new therapies for the underlying infection.

Although, as I have stressed, we do not yet know the long-term
effects of the viral infection, this does not stop people from making
predictions, albeit very crude ones. There are estimates that AIDS will
develop in 4-20% of infected people over a period of several years,
and also estimates that the AIDS-related complex (ARC) will develop
in about 25% of infected people.

Natural history of AIDS

Introduction 19

INFECTION
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KAPOSI'S SARCOMA

OPPORTUNISTIC INFECTIONS

IMMUNE COMPETENCE

TIME —

Figure 2.5 Natural history of AIDS virus infections

relates to the antibody. The mean incubatipn pe;iod from infeBCuon of
the individual to the onset of the disease is thought to be 2-‘13 ):iears,
The incubation period from infection to the appearance of antxd 0 ‘}tjh—-
from the time that the person is infectec? gntlll it can be pfove wi tha
positive antibody test — is much shorter: it is in the range of 1-2 lmon s
in most cases and certainly is less than 6 mon_ths in almgst al. cases.
Thus, because a positive result appears very quickly afte{ mfe(c)tlon, t\;/:::
can usually be reassured if the test proves to be negative. lnce
individual is infected, a number of things can happeq, }mnal y,h mta;]n}ti
people remain in apparently good he;alth. Hovaever,. it is thoug : t z;
people who are infected show a minor dip in their 1mmt;ne s :Ig S
followed by a plateau (Figure 2.5). Iz} thfa person who develops DS
there is evidence of a continual decline in immunocompetence. e
infection the immune system gradually break§ down and,.after.a certalg
level of immunodeficiency has been estabhshed_n the mfect}l:ns han
cancers appear. Figure 2.5 is important because it suggestshf at tth elrse
are some populations that may be more sugcessfully treated ; an o 1 : O%
it is those people that are being mcreasmgly focused on Qr_trlaWith
new (especially antiviral) therapi'es. There is much less optimism
regard to those with fully established AIDS.

The AIDS iceberg
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<. Asymptomatic
Carriers of AIDS \

Uninfected
Individuals ™ /

Early Epidemic Mid-Epidemic Late Epidemic

Figure 2.6 AIDS virus ‘icebergs’

San Francisco in the evolution of AIDS-related disease. The iceberg
appears to change size, depending on the position of a certain popu-
lation in relation to the epidemic. Thus, early in the course of the
epidemic there are relatively few people with AIDS (the ‘tip’ of the
iceberg) or with ARC and, for a while at least, there is a relatively
large group of asymptomatic carriers of the virus. As the epidemic
evolves, more of the previously asymptomatic people become ill, and
also more uninfected people will become infected. This change illus-
trates what people in Great Britain will be facing if attempts are not
made to modify the spread of the virus. One problem is that we do
not know whether we will continue to see a gradual erosion of the
uninfected population, with more and more people becoming infected
and developing the disease.

Tackling the problem

How, then, do we approach the disease now? Figure 2.7 is a diagram
of our organization in San Francisco. What we have tried to do is to
develop a system that encompasses both basic and clinical research
groups, with patient care underpinning the whole process. We have
based all that we have done on our own clinical approach to patients.

For those of us who have been working with AIDS, there have been
two breakthrough points in this epidemic: first, when the virus was
discovered; secondly (at least in the United States) when Rock Hudson

Introduction 21
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\ Psychiatry & Psych

Oncology Soclal workers
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Dermatology Agencles

tegrated in & Qutpatient Care

Dedicated AIDS Clinic
AIDS Inpatient Unit

Figure 2.7 Elements of optimum AIDS care

general population—those people who had not ‘previousl.y cons‘llc(jered’
that AIDS was any concern of theirs—suddenly found that they nf:\;/e
somebody with the disease. Because people who appear on Q;r mo'bvl ©
or TV screens are our ‘friends’, we saw a c}ear change in the C}ln; i

reaction to AIDS — a useful change because it has aliowed. us to he iver
education to people who previously had not bec?n ‘rece'ptxv.e. T. ﬁ?re‘ 115
a new anxiety about their own risk, although t.hls risk is still mmlm&x1 ,
and that has opened the door to more effective teaching and to the

possibility of control.
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Introduction: the ‘AIDS iceberg’

It has often been said that those who used to work with hepatitis B —
and I am one of that breed — have recently been ‘recycled’ to work
on a new virus. That is probably as true of clinicians and epidemiologists
as it is of virologists.

In the light of the ‘AIDS iceberg’ concept discussed already in
Chapter 2, AIDS itself is an unimportant disease. Those readers who
remember the history of the ill-fated liner Titanic will also remember
that she sank, not as a result of that part of the iceberg visible above
the waterline, but because she impaled herself on that massive amount
of the iceberg that sits undetectably beneath the waterline: she foun-
dered because she encountered what was not perceived and what was
not visible. This is true for our species in relation to HTLV Il infection:
if we are going to sink, it will be as a result of what we do not perceive,
rather than what we do perceive. Only the tip of an iceberg is recognized
and Dr Volberding has shown that the appreciation of the iceberg
changes during the evolution of an epidemic. In the absence of a
vaccine and in the absence of a specific antiviral treatment, unless we
recognize now the epidemic and the true size of the iceberg, there is
very little that we, as a species, can do. Recognition is essential as a
stimulus to change our behaviour patterns in a fundamental way.
The human is a sexual animal and we must bring into the open the
understanding that the AIDS virus is transmitted sexually. The close
physical contact which occurs when two people make love, irrespective
of how they make love, and whether it is between a boy and a boy,
or a boy and a girl, enables this virus to be transmitted.

Understanding the trdnsrmsswn of germs is helped by our knowledge

Y-S T O cilieen ln a smastianiazls cmanll farer and hae nn
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piece of information enclosed in an envelope. As this envelope is

delicate and soon damaged when outside the cell, the virus is easily
rendered non-infectious.

Retroviruses

Viruses come in many shapes and sizes. The viruses that we are
concerned with here are called retroviruses. Until a few years ago,
retroviruses were the concern chiefly of veterinarians and were known
to cause certain types of cancer or leukaemia and to be transmissable
in animals. At the beginning of this decade, two independent dis-
coveries were made of a retrovirus which infected human lymphocytes
and which caused a rare form of leukaemia in adult humans — adult
T-cell leukaemia. This virus, called ATLV (adult T-cell leukaemia
virus) or HTLV (human T-cell leukaemia virus), was the first human
retrovirus to be described. It is quite a common infection in two areas
of the world — the Caribbean and the Japanese archipelagos; there,
up to 25% of people in certain areas are infected. Besides this virus,
there is one very closely related, called HTLV II. Unti] the beginning
of 1983, these were the only retroviruses known to occur in man.
Although both have the initials HTLV, they differ from the virus which
causes AIDS. The AIDS virus also lives in human T lymphocytes (a
particular type of white blood cell) and is therefore lymphotropic.
Because these viruses all infect human T lymphocytes it is generally
agreed that they should now be called Human T-cell Lymphotropic
Viruses. Types I and II are the old leukaemic viruses. Type III is the
lymphotropic virus or lymphadenopathy-associated virus (LAV), which
is the causative agent of ‘epidemic AIDS’. The term ‘epidemic AIDS’
is used because there are other clinical diseases which can masquerade
as AIDS. It is important to remember this when studying disease in
different populations. For example, this is particularly true of Africa
where there are both epidemic and endogenous forms of Kaposi’s

sarcoma (KS): only the former, epidemic KS, is related to HTLV
VLAYV infection.

HTL viruses

There is little visible difference between the immature virus particles
of types I, II and III. However, in the mature virus particle there is a

distinct difference between the types, with HTLV I carrying an inter-
nal component which is har-chamad cammnend it

The Virus 25

ibute of these three viruses is an envelope Wh’lch
= ife(;rlt]g?rtlhz;tzl;e likely to be susceptib.le to physical denaturation
r example, heat, detergents or organic solvents such as. acetqne
lcohol. The necessity of integrity qf the envelope fo; mfegtxon
lies that the virus is relatively easily r'endered non—lnf?ctlguts.
ed, it does not like being dried out and it has to be stgbi 1zeVHc;
3] e’this process. Unfortunately, in the manufacture? 'of factor
1}:/ treatment of haemophilia, proteins must be stabilized for freeze
nge: this procedure probably also stabilizes HTLV III/LAV 21135 \ﬁ;lll
rtunately, heating and the action of de}ergents and solvents, dem le:
mmon household bleach (hypochlo;}xgte),. formaldehyde and glu
: 1 able to inactivate this virus. '
algl(i?élgsd E‘jl’marr;(?r;:;hological differences between the HTLV v1rusels,
herz is a aifference in the effects on cells of infection. It is c.ommo?;t}f
accepted that HTLV I (and probably HTLV I ;) isa trans‘forméng }afcr;IiaLV,
he effect of HTLV HI/LAYV appears to be lytic. In other words, H Ly
[II/LAV damages the cells it infects, although the mechancxism is o
 known. Although the concept that HTLV IH/L.AV causes arna{;g:blv
_infected cells, especially to T-cell lymphocytes, is usefu‘l, it is pro ably
- an over-simplification as the major derangement of the immune sfys teed
found in these patients suggests that'r;ore vxrui a;d more virus-infec
be present than are evident on study. o .
Ceq“sheszhlglrlilgsh vilius (Figure 3.1) isolated frf)m a patient in the Un.]t?g
Kingdom is very similar to the French LAYV isolate an‘d to the Agxe{:nczn
HTLV III isolates. There is probably a greater difference be w;l
these isolates and those from patients on th; We§t Coast pf AH%GIFC&.
Such differences are likely to reflect how various mtroductlons of virus
have become adapted in different human‘ populahoqs. Perh}z;psh we ‘ar:
witnessing the development of an ecologlcgl system 1{1 whic é etv1rtl)1e
is evolving into geographic variants. This ‘speculguon n‘eelst o
investigated by characterization of g.eographwally.dlverse iso ates. e
Besides the envelope, there is an internal protein component — e
core. Assays which are currently used for detecting antand.nes (fax:h;
HTLV III/LLAV) are based on a mix?ure of al} of lthese. parts lo "
virus extracted from the cells in whxc}} the virus is being cu tl;re .
Therefore, the antigen extracted comprises fragm.ent.s‘of protemtro‘;ﬁ
the envelope, some from the internal core and,' significantly, mc?‘ner[lar
from the cells used to grow the virqs. It is ar'ltlbody -to thessl cg :lhat
components, which are incorporated into the virus du‘rmg‘ bud }11nb', eg
has given false positive reactions in some tests. With sp_ecxal tecbqu;l es
these component parts may be sorted by size and' it thpn ; eco s
possible to recognize antibody patterns: that is, which bit of virus
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Figure 3.1 The British HTLV III
R.A. Weiss, ICR).

infection. While we continue to work on the virus, the only way to
deal with HTLV Il-related disease is to control the spread of the virus.

We can say that HTLV III/LAV is causally related to the diseases,
including AIDS, for the following reasons: (1) it is isolated from
patients with severe immunodeficiency and from those with generalized
lymphadenopathy; (2) patients with AIDS have evidence in their blood
of HTLVIII/LAV infection; (3) the evolution of seropositivity and
disease occurred at the same time in Western AIDS-risk groups; (4) in
vitro laboratory data show that the virus is particularly able to attack
the T4 helper lymphocytes, one of the main components of the defence,
or immune, system; (5) in addition, HTLV III is neurotropic, both in

vivo (it grows in brain cells and in neurones, damaging them) and in
vitro.

Virus life cycle

Outside cells, viruses are passive. They get somewhere only by being
carried into the body through mucous membranes or by parenteral
injection. For infection to occur, the virus needs to get into the lym-
phocytes and it does so by attaching itself to a receptor on the surface

virus (X 100000). (Courtesy of Professor
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Figure 3.2 Diagram of HTLV III virus entering, and replicating in, a T4
lymphocyte. (Courtesy of Professor R.A. Weiss, ICR).

the virus gains access to the lymphocyt.e. Blocking this receptor Qennﬁs
the virus access to its target cells; this may have therapeutic 1mp -
cations. Too efficient a blockade could cause f)the‘r problems. as .thIS
receptor has a very important biological function in T4 cells: it is z;
kind of ‘shorthand’ by which one lymphocyte recognizes other cells. |
that shorthand were to be destroyed, the communication system needed
for the intact immune system to function might be dlsrupt?d and the
possible therapy to prevent virus infection could lead, on its own, to
i ession. .

lmxslr]:ersllt]g)i;d earlier, HTLV HI/LAV is a retroyirug, an.d this term
has a special meaning. DNA (which is the bluepnpt for life) 1usualllly
makes RNA, which is then translated into protein in the bgdy s cells.
It used to be thought that this was an in\./xoiabie rule mf life: HTLV
III/LAV and other retroviruses break this rul'e. The virus messaige
(RNA), in order to replicate in infected cell§, is reverse (retr‘ograc €)
transcribed back to DNA. The DNA copy is then mserj&ed _mFO t%m
host chromosome. The virus is able to do’ this benjause it carries gn
enzyme called reverse transcriptase', \allf)wm.g thi’mformanon to be
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to affect recognition, reverse transcription, insertion, the assembly of

new virus, or its release.

There are two major problems to be addressed urgently. The first is
the question of vaccine. The outside of the virus contains a number of
antigens which are well recognized by infected humans but, unlike
those on other human retroviruses, they do not stimulate the patient
to produce antibodies to block the infectivity of the virus. These block-
ing or neutralizing antibodies are not totally absent in antibody-positive
sera but their level is a fraction of what would be expected by com-
parison with HTLV 1 and HTLV II. Possibly there is some mimicry
between the cell receptor on the virus and cell-surface antigens, perhaps
class I1. If that is so, it becomes very difficult to see how to make a
vaccine which will prevent infection. It may require very subtle changes
to be made in viral antigens, so that they become immunogenic without
in turn breaking the body’s tolerance of the class II antigens which it
mimics.

The other problem concerns the integration of the virus genome into
the DNA of the lymphocyte, which leads to a persistent infection,
HTLV II/LAV belongs to a group called the lentiviruses, or ‘slow’
viruses, so called because the diseases they cause take a long time,
sometimes many years, to be manifest, Indeed, in some animal infec-
tions, the disease may not always become apparent within the lifetime
of the host. In other words, the incubation period of the disease is
sometimes as long as the lifespan of that animal.

Lentivirus replication itself is not slow. The time from infection to
seroconversion, the first latent period, may be quite short — indeed,
it may be only two to three weeks — and we now recognize that
a small proportion of infected people get acute illness during the
seroconversion (Table 3.1). The first case described was an unfortunate
nurse who seroconverted as a result of an unusual needle-stick accident.
She suffered an acute glandular-fever-like syndrome now known to
occur in a small proportion of people acutely infected with HTLV IIL.
It is possible that integration could occur before the production of
antibody and, if that happened, the person might become an antibody-
negative virus carrier with a latent infection. Whether they would be
infectious sexually or could transmit infection by blood transfusion, is
not known. If with early integration there is little or no antigenic
expression, the individual could remain antibody negative for a long
time until virus expression is triggered and antibody production would
follow a long time after exposure. This phenomenon may account for
the occasional haemophiliac who is found to seroconvert months, or
even years, after exposure. This very long period to seroconversion is
rare, but may account for some of the annarent seraranvarcinme we ..
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able 3.1 Sequelae to infection

Antibody status

Anti-HTLV III negative
/Iiit;t? iflg:: Seroconversion for gpti—HTLV I
- Clinical latent phase Anti-HTLV I positive
Chronic illness Anti-HTLV III positive

After seroconversion there is a clinical Igtent periq@, dum}g yvhlf)};
virus expression continues despite productlgq of antibody. t 1; \x:,m
known what proportion of peogle in the clinically latent perxdod il
eventually progress to chronic fhsease. 'Co-factors may be neede o
there is a school of thought which conmderg that they are unneces O}t/
and that it is the virus alone which causes disease. The snuatx;g \1}5 ?[ i}
simple as, for example, pregnancy ‘hastens the onset (?f H v i
related disease and certain seropositive cohorts have different rates
nt of disease. »

d?;)erlog’f;zerding introduced the concept of_the iceberg effegt;{\;rrl)lg
importance of the iceberg is not the 1d§gt1ﬁcat10n of p.eople wit .
‘above the waterline’, but is the recognmon. that there is a yast resgrvog
of hidden infection ‘beneath the waterlinej’ in t'he community. Alt ou'g.
some of the infected persons will have minor 1llne§ses, the only pregzze
way in which these individuals can be quaqtlﬁed is by the a;f);?r(f)prtxi) s
use of serology. The demonstration of a high percentage o in icx "
in certain groups enables decisions on health resource planning an

personal behaviour to be taken objectively.

AIDS in Africa

The major global AIDS epidemic is occur.ring not in North Ai{netr'ica
but in Africa. This is not to minimize the 1mpgrtance of the infec 10::
in the United Kingdom, but numerically, -and in terms of‘ the. 1mpace
on primary health care, the true AIDS epidemic is occurring urx s(;mgts
countries in central Africa. There, as e.lsewhere, the vm.zs an ;1

disease are new. The evidence that imphcat.ed central‘ {\fnca as t e
source of AIDS was based on the ina'pproprxa‘te use of mapzlpro%r@te
technology on inappropriate sera, and is now widely pf:rceive acsi exgi
incorrect. This is unfortunate as it oversimplified thg plobleim zfn ;;-a

countries in central Africa feel that there was mter'nauonjil ame
attached to being the ‘source of A‘IDS’. Recent s‘erol?giicnal ewd‘e’nfze in
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lations in other parts of the world could have been the source, is not
known. The infection in central Africa, then, is just as new a;ld just
as hogifying as it is in the AIDS risk groups in Europe and Nojrth
America. The seroprevalence rate is approximately equal between men
fmd women, and it appears that the infection is passed as casually as
conventlopai’ sexually transmitted diseases in Europe and America
The magmtude of the problem is considerable. The fundamental dif;
ference in ghe epidemiology is the ease with which the virus spreads in
central Africa. The reasons for this change in viral behaviour are not
krmwn_. In contrast, it should be emphasized that this is not a highly
contagious, easily sexually transmitted disease in the United Kingdom
or in North America. On the other hand, one cannot afford com-
placency and should not assume that the infection will never enter
'popula}tlons outside the high-risk groups. If the pattern of spread seen
in Africa were to happen elsewhere, perhaps through a change in the
v1rus,‘a.much more widespread epidemic could occur. In the absence
o‘f antnflral therapy and a vaccine at present, it behoves us to treat this
virus with respect and not to underestimate the impact it may have on
all human populations.

First Question Session

Dr Srivastava (Cornwall): 1would like to ask about Government policy
on finance and on research. Is there going to be provision for each
district to have a health counsellor, and what is the Government doing
in terms of providing the monies required for AIDS research?

Dr Acheson: With regard to the first question, money specifically
for counselling and other aspects of the prevention or treatment of
AIDS has been given to three of the London Regions. I think, never-
theless, it is important that in each district there should be at least one
trained counsellor. I hope that further information about how each
district should tackle the AIDS problem will be forthcoming soon from
the Department of Health.

In answer to your second question, I can tell you that the substantial
sum of £500000 a year for three years has recently been donated by
four Government Departments — the Department of Health and Social
Security, the Health Departments of Scotland and Wales and the
Department of Education and Science — to the Medical Research
Council for research into the epidemiology of AIDS.

Dr Gunson (Manchester): Dr Volberding, you showed the incubation
period following transfusion as varying between 2 and 59+ months. Did
the patients in the early incubation period suffer the same symptoms as
Dr Tedder described for the acute illness of seroconversion, or symp-
toms of classical AIDS?

Dr Volberding: My data were from a number of sources and suggest
that the incubation period appears to be very variable, especially after
blood transfusion. The shortest incubation period to actual AIDS is
seen in infants after transfusion, probably because the infants are
immunonaive when they encounter the virus. The incubation period in
adult patients following transfusion of infected blood can be very long.
We still do not know the fullest extent of the incubation because we
are only five years or so into the epidemic.

Professor G.E. Russell (Newcastle): Dr Tedder’s remarks about the
strains of HTLV HI struck me, as a plant virologist, as perhaps not
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because such differences are due to differences in the nucleic acid
sequences rather than in the antigenic proteins. Is work being done to
identify different strains of HTLV III using methods other than serol-
ogy? Secondly, by analogy with the epidemiology of many plant virus
diseases, I would expect some kind of virus vector to be involved in
the AIDS epidemic in tropical Africa. 1 am not thinking only of
mosquitoes, but also of other invertebrate parasites, including other
blood-suclring pests and gut nematodes. Are these possibilities being
locked at?

Dr Tedder: 1 would agree that the elegant way to show differences
in virus isolates is to look at the nucleic acid sequence. However, there
is a pitfall in this because what, in genetic engineering terms, may be
considered to be a significant difference may not, in terms of the
molecular structure of the antigenic sites of the virus, be so important
or so relevant. The outside component of the virus, the envelope (the
env gene) of this virus actually codes for two major proteins, an intact
polyprotein which is highly glycosylated and which purifies at about
120 kilodaltons, and there is a transmembrane insertional protein which
is also a polypeptide. The gene which codes for the outside component,
the envelope antigens, certainly is quite variable on the nucleic acid
basis from other isolates, particularly the cohort of viruses on the West
Coast of America. Having said that, when you do antibody assays in
a quantitative way against various components of the virus in various
ways, including looking for neutralizing antibody activity, you might
predict that an African virus with an African serum would give a greater
neutralization signal than, say, an African virus with a North American
or British haemophilic serum, but you do not find this. You find that
the cross-talk between virus isolate and virus antibody and serum in
general appears to be the same, no matter where the serum or where
the virus come from. This is rather like the problems associated with
cytomegalovirus; analysis with restriction endonucleases on CMYV shows
that there are very many different types of virus, but gives no clue as
to what is important and what is not.

Dr Volberding: Dr Levy in San Francisco has also been very active
in this work. He has avoided the term ‘strain’ and has used the term
‘isolate’, as you have, as a way of getting around this problem. We
have found that individuals can be infected with several distinct isolates
of the virus simultaneously, showing no difference in antibody reaction
with these different isolates.

Dr Tedder: With regard to the question of vectors, the data for
Central Africa are not complete. However, there is little or no evidence
of seropositivity from the age range of 2 or 3 years up to puberty. That
is at present clear and unequivocal. It will hecome ronfiicad e sha
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mmonly. If a vector was invfolved, one would not expect the present
v ivity in this group of young.
Igfeéitlg/eli}c/liizllg: Th§ sta}‘:ement has often been mgde that perhapi
¢ virus has been around in Africa for a long period. T‘hé Igcl;lc;
opositivity in young children in Africa speak.s strongly against t a[ci
cause if the virts had been there, more vertical transmission wou
een.
VDi]?:SI?e;on: Before we leave this po'int, may I ask my collealiuss
hether any differences between viruses in Afn‘ca and Egrope cgu . ?,
elated to the obvious differences in the epldemlo}ogy of the out reah?.t
- Dr Tedder: They could be but there is no evxdence'to sgggest tha
t present. It could equally well be the nature of th.e mfectedhhuman
nd potentiating factors in the different cogntrnes which make the virus
ore easily expressed and, therefore, easier to spread. .
Dr Volberding: This must be one of the. most important quest'lons
“of the day, why there is such a different eptderync in Afnc.z? ?otgrlpare
with the rest of the world. Is it because of co-factors, or is it ecause
of viral factors? I do not pretend to know, but I would hope thgt it is
because of co-factors — because that wpuld.suggest that AIDS is not
going to become the same type of epidemic elsewhere Fhat it :js gn
Africa. However, I agree with earlier comments, that thfs woul . c;
very dangerous to assume, and t}’l1at wekshouldo;zzobably assume tha
osite theory is correct until we know more.
thi)gligate from N)Z)rth Staffordshire: May 1 ask‘ Dr T§dd§r aboutd the
differences in the virus in Africa and Western cwxl?zatlon‘ What oe§
he feel could be the effect of different life-styles, for instance q;ffcrences
in sexual activity and birth control? Are these factors a poss:ble expia—'
nation of the increase in viral spread? 1 would glsq I1}<e to a‘sk 1?1
Volberding if he feels that the present de;rease in mmdgnce 1r‘17 San
Francisco might indicate that the disease will even@ually dle‘out. -
Dr Tedder: To say that Africans are all the same is rather hk.e saying
that Europeans are all the same. The countries that I ha:ve visited Qn
Central Africa abjure homosexuality and are not promiscuous. The
seropositivity and the disease which I have seen is not related to the
number of sexual encounters any more. Years ago, it may have been —
and I am talking about only 2-3 years’ difference — but nowadays you
do not have the need to have a large nu_mber of sexual partners.
Indeed, some of the cases that I saw were in young men and women
who had only one or two sexual partners a year. Anal intercourse Clis
not a recognized sexual practice in the.partxcular country that I visite f
and there is strong evidence that this is true because of an absefxf:ehf)
rectal or anal pathology in both men and women. All I can say is that

1 188 e ¥Tmcr than xiiemsn ant thava T Aa wnt
1 celala . Al o~ o
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the more westernized people in Central African countries who are
seropositive. That leads me to believe that the source of the infection
may well have been introduced from outside.

Dr Volberding: The second question was ‘Is it true that there is a
plateau of the disease in San Francisco and what are the implications
of that?” For the past 6 months the number of new cases per month
has been in the 60-65 range, in contrast to previous years of the
epidemic which saw a continual increase in the number of newly
reported cases. We are not sure whether this is because of viral satu-
ration in the gay community, or education. I prefer to think it is
because of education and I strongly believe that this is, in fact, the case.
Prospective studies have shown that g2y men are now seroconverting at
a rate of about 5% per year, so of gay men that were seronegative a
year ago, only 5% are seropositive now. This is much better than in
the past, because to get from zero to 50% — our estimate of the gay
men who are now seropositive — the rate had to be between 10%
and 15% per year. We think that the fall has a lot to do with education
and with fear of the disease. The gay community in San Francisco is
devastated by AIDS and everyone knows about it and how it is trans-
mitted. Our concern lies in the fact that we have a large population
of intravenous drug users. They are now 10% seropositive in contrast
to 0% at the start of the epidemic. At present we are not sure how to
get to that group and how to educate them to stop sharing needles.
We expect to see i.v. drug abuse become a much more significant part
of our epidemic, as has been the case in New York. In New York City,
51% of cases are now i.v. drug-using heterosexuals, and this is a
dramatic contrast to the situation several years ago.

Dr Pattman (Newcastle): Could you comment on the recent reports
from South America on the finding of HTLV III antibody seropositivity
in Amazonian Indians who have not, apparently, had previous contact
with the outside world.

Dr Tedder: While I can comment on it, I am afraid that it will not
be a very favourable comment because I do not believe the serological
results in the studies that you have heard about. We have looked at
Central Amazonian Indians in an adjacent area and found no evidence
of any form of seropositivity for HTLV 1 or III. I think that there is
very great danger in using an antiglobulin assay and then confirming it
with a Western blot (which is another form of antiglobulin assay). I
think that what we will see in the popular scientific press over the next
year is a proliferation of ‘me too’ reports from people who have bought
a kit, perhaps a kit for Western blotting as well as a kit for antiglobulin
assays, and have then tested 75 sera from some tribe and got a 5%
seroprevalence rating. It just does not make epidemiolosieal ar virm.
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Delegate from Aberdeen: Dr Acheson referred to the recent wgrr;;gl%
=ad of the virus among intravenous drug users in Scot_lanc’i. oul‘
Skc;fl there are any lessons that can be learned from America in tackling
G 9 A
2 Pl&ﬁ)ot)lllae;éing: I wish there were. The first lesson to learn is that '1f
iof)do not do something about it, it will get worse. We are ver}f a;rxaud
deed in San Francisco because of what we see when we look at New
i k, where it is estimated that at least 75% of i.v. drug users are now
‘O-r gositive It is hard to get a good estimate of seroprevalence in that
S but ;t is clearly very high. In Scotland, as in other parts‘of
m;i)p’e i.v. drug use is a major problem and is likely to be a major
ol:lrci ’of the future spread of AIDS.' I have h-ad a great deal of
xperience with this group in our hospital and think tl}at it 1; a ve;z
ifficult group to educate. There is no sense of community such as o e
nds in the gay community, and wh}le we are praised for our care' o
ipatients in San Francisco, our job is ‘relatlvely easy b§cau§e wet](lxer
’dealing with that very unified community. The problem in these o
groups is going to be much more difficult to conjcrol. | e
Dr Acheson: At another conference‘on‘AIDS‘m another p aze, :
speaker from the World Health Orggmzatlon pomtgd out t.hat there is
a very marked degree of variation‘m tpe propo.rt.lon.of mtravenggi
drug abusers who are seropositive in different cities in Eurgpe. ror
example, in Amsterdam where there is a great Qeal of drug gduse a <
also some HTLV I infection, there is practlcg!ly no evi enc\c; !
infection of the drug abusers, whereas in other cities, like Ng»; ]E)hr
and in some cities in Scotland, as we have heard, it is very hl%) .h ;s
may very well point to differences in the way thz}t these groups Cc? ar\; ,
which could be of importance in anﬁ/ preventative procedure. Clearly,
i nt need for research.
thﬁgi '?afrf;;tr?éambridge): Dr Luc Montagqier recent.ly gave a1 .lf?cturi
in Cambridge and suggested that his LAV virus was, in fact, ¢ dl e;;nt
from the HTLV III virus. I got the impression from Dr.Tedd e.rt ad
he thought the two were basically thet hsar?e‘ ?Have 1 misunderstoo
i here differences between the two?
h"g’r (;fe;:;rt: it depends on whether you want to make them the sa:cn;e
or different! The nucleotide percentage dxffer.en‘c.e is of the'order of 1~
2%. This is, theoretically, well within the posmblht}_/ o.f multzgie seq}i}e;\;
tial passage with one virus isolate. Equally well, it is certainly }\;{1 31111
the possibility of two simultaneous isolates that are geographically
dlflf)erri?;}berding: My understanding from tallsing. to Dr Moptag:{iléi 3
that he is increasingly strong in his belief that his virus is not hkel o
1 and 1I. Whether it is significantly different from HTLV III, I thin
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[nvestigation: the Work of the
aboratories

PHILIP P. MORTIMER

Public Health Laboratory Service, Central Public Health Laboratory,
Virus Reference Laboratory, Colindale, UK

Introduction

This chapter is on the topic of HTLV III/LAYV infection and its detec-
tion, rather than the narrower field of AIDS. It is very important,
especially now that there is a virus to study and therefore a ‘handle’
to the disease, that we think of AIDS in a much wider context than as
the immunosuppressive illness that has been so usefully defined by the
Centers for Disease Control. We have to learn to think of an infection
with a spectrum of effects ranging from the wholly asymptomatic,
sometimes through an acute illness, then back to a state of latent
infection, and then through a series of clinical symptoms and signs of
increasing gravity towards — at least in a proportion of individuals —
an end-stage disease. Instrumental in the formation of this concept has
been the development and application of good diagnostic tests and, in
particular, of antibody tests for infection with HTLV III/LAV.

This chapter will attempt to answer two questions: first, how accurate
are the tests that are available; second, what are their limitations?
Although the first question may have a scientific answer, the answer
to the second is more a matter of personal opinion.

Evaluation of the accuracy of tests for anti-HTLV HI/LAV

When the implications of telling someone that they have antibodies to
HTLV III/LAV are considered, it is obvious that we must ensure that
the tests available should be as accurate as possible. Table 5.1 shows
some of the measures that have been adopted in an attempt to ensure

thin anmnwanc Tn tha firet nlacrs tha TTK NManartmant of Haealth wicely
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Table 5.1 Sources of information on anti-HTLV III/LAV assay accuracy

Virus Reference Laboratory evaluation
Blood Transfusion Service evaluation
Quality control panel distributions
Data from confirmatory centres

BB

coming on to the market in the United Kingdom should be evaluated
for their efficacy, both in diagnosis and in blood transfusion screening.
This has meant that each of the nine or ten commercial assays currently
available has been evaluated in the PHLS Virus Reference Laboratory
at Colindale and, on a more selective basis, in the laboratories of the
National Blood Transfusion Service. It was also felt to be important to
have continuing evaluation of the performance of the tests. This has
involved the Division of Microbiological Reagents and Quality Control
at Colindale distributing a series of control sera and coded panels of
sera to all the laboratories that are doing the tests. The results obtained
in the various laboratories are being collated and the information is
being fed back to the users. Finally, a network of laboratories in
England and Wales has been designated where confirmatory tests by
independent techniques are being applied. This should help to ensure
that the tests that are apparently positive in the primary testing lab-
oratories, be they diagnostic or transfusion laboratories, are checked
by other assays to confirm that the initial results are correct.

RESULTS FROM COMMERCIAL KITS

The histograms shown in Figures 5.1, 5.2 and 5.3 attempt to express
how populations of sera behave on testing. Three groups of sera were
used: the first is a series from blood donors; the second is a series of
specimens taken from individuals within high-risk groups; the third is
a series from other individuals with diseases which might give false
positive results in anti-HTLV HULAV assays. The three groups of
sera have been tested using various commercial kits. Figure 5.1., which
summarizes the results with a single commercial assay, exemplifies what
we are looking for in an effective test: the blood donor group are all
segregated on the left, whereas many individuals in the high-risk groups
give a strong signal in the test, representing a positive result, and lie
on the right side of the histogram. Between these two zones is a wide
area in which no specimen from any group gives a signal. There is thus
very good discrimination befween n nannlatine A& .- :
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1
C.0.

i i-HTLV HI/LAV: & blood
i lations of sera tested for anti VL 20
glg“rres'sllhllhi;(fig;glroup individuals; E possible false po?twes. x>a>\215, ;)p;(ci;ll
dgz?:ityi minimum OD 0-045; cut-off (c.0.) 0-489; maximum ) S,

numbers of samples.

assays perform in a similar manner to this. \Howeve'r, not all'c?rr;zzzrlc;sgl
ssays gi ch good results. The results from a kit that was r ° d
highly are. Shuown in Figure 5.2. It can be seen that some of the bloo
glgh(izsazfvgo are all presumed to be seronegative) ha}ie cross;@ tl::
?g oint into the positive region of t}}e assay. In addition, the : 1§(1)1ns
:; apwhole shows rather poor discrimination ]betwec?n ttl:)lf; szgua:}ound
reactl d unreactive sera. Results that cluster in
?}fel eciifg]f?f Sgint can give rise to many probiems’, particularly when the
test is used for screening in a transfusion laboratory.

The effects of maltreatment of sera

i i t of
It is also the case (and this has been 1m‘portant' in tt;]e <:or:}(t§:><sera
determining the spread of infection in tropical Africa) that so

. o ol assavs.
ive anomalous and false positive results in many com;ﬁercx?ledzz gse
%“here are several reasons for this, but basmally thx?y al involve
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Figure 5.2 Same populations of se in Fj
Sar ‘ ra as in Figure 5.1, tested for anti-
iIr{fj/L/Zx‘V l\j\flth a le§s highly rated kit: B blood donors; [J hi(;;-qr?:li HTLV
viduals; I possible false positives. x axis, optical density: minir;mn;g gulg)

—1-246; cut-off (c.0.) 10 units: i i i
e off (c.0.) units; maximum > 137-7 units. y axis, numbers of

bee i 30
o ?a{l)e(ﬁa?;l;yxg the sun,llt n;ay even have been heated deliberately in
' ccause a local safety committee has decided i
that heat
IS necessary to make the sample e N e
‘ ss hazardous to thos ing i
i ) ose handling it.
! gz;g:;ea.i: hde;ilcctis whsaéoléappens when specimens used in a commefcial
s eated to for 30 minutes to mak
: : them safe for |
oratory handling: the po i ; Ny o
: pulation of blood donors has vir
' tually al
;nove.d t(; the nght,' peyond the cut-off point of the assay, i.e. theif arel
Oi)fs)f;;snt ); ts}eroposmve. It should be realized that, at least in the case
€ Of the commercial assay systems, s ,
. . . , such treatment of sera i
compatible with getting an accurate serological result. et

Sensitivity of assay systems

The P . . .
sensitivity of commercial assays 18 a matter of special concern to

those Wlth the eSpOn y e p
h it ng bIO()d d t1 ns l S ]()‘ )Ie]“
T Slbl t ()f screent onatio hl
has beell Studled m a number of wave Tt ~n -
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Figure 5.3 Effect of heating specimens on the specificity of a commercial
assay: B blood donors; I high-risk group individuals; B possible false positives.
x axis, optical density: minimum OD 0-065; cut-off (c.0.) 0-489; maximum >
2. y axis, numbers of samples.

negative serum (i.e. material which is of the same kind as the specimen
itself) and seeing to what dilution the signal from a positive specimen
can still be detected. This does reveal something about the sensitivity
of an assay system, but it is inferior to the information that might be
obtained from testing fresh, weakly positive specimens from individuals
who have very recently been infected and then seroconverted, or
perhaps from individuals who are at the end-stage of infection and
whose immune system is so compromised that they have very low ftitres
of antibody. At Colindale we have attempted to evaluate sensitivity by
both quantitative and qualitative criteria. There were three commercial
assays that performed relatively poorly, whichever form of assessment
was applied, whereas there were six from which it was not really
possible to select one or two assays which were outstandingly better
than the others, by both criteria. The conclusion drawn from this small
study is that there were six commercial assays that were particularly

n ned wvinumn thavafaea Af maant onhihia fA thaca inoaluad n hland
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CONTINUING EVALUATION

Within about a year of the start of antibody testing in England and
Wales and less than one year after the introduction of commercial
assays, well over 60 laboratories were performing the antibody test on
a regular basis; 57 of these collaborated in an exercise in which 10 sera
were distributed in duplicate under code. The results from the first
distribution of such quality control specimens in this programme of
continuing assessment are now being analysed. In looking at the results,
it must be remembered that, in this type of exercise, both the com-
petence of the laboratory and the accuracy of the commercial kit are
being tested and it is impossible to separate one from the other. What
one therefore looks for are changes with time, as individual laboratories
gain experience and become more competent. As that variable becomes

less important it will become clearer which commercial kits are really
the most accurate.

INDEPENDENT CONFIRMATORY TESTS

The fourth aspect of our assessment is the confirmation of antibody
test results obtained in the primary laboratories. In the confirmatory
laboratory methodologically independent tests are applied to specimens
so that, using the diverse range of assays that are now available, it is
possible to say whether or not specimens are reactive in several assays
or merely in one of them. The implication of the specimen being
reactive in only one assay must certainly be that the result is ques-
tionable, and it may well be falsely positive.

The methodologies available are shown in Table 5.2. They have been
divided into three types, of which Type 1 is most familiar. The viral
antigen is adsorbed on a solid phase, the specimen is added, and finally
a reagent which will detect the binding of human immunoglobulin is
used to elicit the result. Type 1 assays may be done on a plastic surface,
on a glass slide as a fluorescence test, or on nitrocellulose paper in the

Table 5.2 Solid-phase assays for anti-HTLV III/LAV

Type Procedure
1 Ag—specimen—anti hu Ig enz
2 _-specimen
AL anti-HTLY TIVLAV enz
3 ANt hiln—cnariman  An  aeel TVPT 17 vrvie 2 wo
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; of a Western blot test; however, the basic methodglogy is the
e whichever system is used. In Type 2 assays, exemplified by the
amle, me assay, a solid phase is coated with antigen and exppsed
Wel ftoaneously té) both the test specimen and to antidey to the virus.
(Il‘}rﬁ: antibody is labelled with an indicator system, either an enzym(c:e1
apable of generating a colour, or a radioactive tracer. Specimen afn
é)elled antibody are added together and are a%lowed to compete for
ie antigen on the solid phase. In this test thg 51g.nal arises not fron}al a
ositive specimen but from a negative one (wb;ch is the reverse of what
; rs in a Type 1 test), because only the antibody-negative specimen
- 3cilcluallow unimpeded binding of the labelled reagent to tl'le.amigeg:
‘ The Type 3 assay is one in which tpe 'Type 1 methodolo%)é is lx}r;::rt:zhé
antibody to human immunoglobuhp is put on to the. soli pm‘détea
specimen is added and then the antigen. An md@atm slystem
binding of antigen to specimen is then.brought into p g_y.'d o Table

What information do these assays give about an indivi Ea ? ale
5.3 shows the results on specimens from a homosexual man who app ars
to have been exposed to the virus in Septe;nber (1)911857 glg/eeemsgee?izere

sent to our laboratory for examination.
:ZZZea negative result from the Type 1, Type 2 and Typﬁe 31 a;;?:;g;;;
that the Type 3 assay can take two forms: in one, spem' clg o)
is measured; in the other it is spec:]ﬁc 1gG antibody that is me kab]é
About a month later another specimen was tested agq a remzlitrif ole
difference in the reactivity was seen: there was a posmv§ resu2 as:a
the Type 1 assay, a positive (albeit weak) result frf)m theT ype3 assay,
and the presence of both specific IgG and‘ IgM in the ' ype . Wez/é
Then, in a third specimen, takep somjcﬁ tl;m;vl later, all assay
iti t there was a decline in specific IgM.

poélgngrsluatory testing appears to arouse much cqntr’o\versg, and T?}f(l:
5.4 draws attention to the fact that English practice is rather ur.lqiian
dox. The view in the United States would be t'hat'resultshon \;}msteri
reactive specimens should be confirmed by application of the We

Table 5.3 Male homosexual exposed to HTLV III/LAV

Date Type 1 Type 2 Type 3
i i i Gacria
Elavia Compria Macria ‘
(OD) (% inhibn) T:N T:N
7 Oct 0-04 C -1 (3)2 83
19 Oct 1-01 65
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blot technique together with an assessment of the clinical and epid-
emiological background of the patient or blood donor. My own view,
and that of my colleagues in the other confirmatory laboratories here,
is that we should make full use of all the different methods available
to us, in our system for confirmatory testing (I have used the word
‘English’ advisedly as we have yet to persuade our Scots colleagues
that we are right about this). Table 5.5 shows how the confirmatory
procedure operates. A primary test is carried out in a hospital lab-
oratory or in a transfusion laboratory and, if a positive result is
obtained, our advice is that it should be checked from another speci-
men. We advise both that the test is repeated and also that the specimen
is referred to one of the confirmatory laboratories. If, on the other
hand, a negative initial result is obtained, we ask a number of questions.
First, is it an expected and entirely negative signal? If so, it seems
reasonable to report a negative result. If, on the other hand, it gives
a borderline result coming fairly close to the cut-off point in the assay,
or if the result is not the one that might be expected, the procedure
for a positive result should be followed.

Table 5.4 Confirmatory procedures

I US pattern
Type 1screen — repeat

Western blot
+
Patient assessment
II  English pattern
Type 1 or type 2 screen ——————>type 2 or 1 solid phase assay
plus i) type 3 assay
i) fluorescent antibody test
iit) Western blot
iv) patient follow-up

Table 5.5 Confirmatory procedures

Repeatedly —* Get another specimen

positive

Primary test
Borderline Refer

or unexpected ———————oo 4, confirmatory lab

Negative

Expected Y
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e limitations of antibody tests

hat are the limitations of thesg tests? .Clearly., tl}e testtégtr ;—I;I;X
LAV antibodies gives certain information. It' mdl{cates B seror
ssitive individual has been exposed to _the V1r.us at sF)me '1 .f
rtainly implies that such an individual is continually mfectloush or
HTLV [I/LAV — continually rather than co'ntmuousl.y, b'ecax.)se‘ ﬁt ere
an never be proof that the individual is excreting the virus in signi fc?};:et
uantities all the time, although the potgr}tial' fo%' Fransmxssmg o e
irus must always be present in a seropositive individual. (?n tf et(?Vit ;
hand, the test does not give any mpasure of the degree of in ect 1b 5 3/
‘:it does not have the same role, for instance, as the e an.ttg.enwag 1 \ ag
‘system has in hepatitis B infection. Nor dpes it say apythmg abou an
individual’s prognosis. It is possible to give a tentative grognosxs on
the basis of clinical appearance, but it is not possible to do sol'ofnd ¢
basis of the antibody result. That statement has to be qua fli 11e 2
little, however, in that recent work on the Westerr} blot pro e}s]'Ch
seropositive individuals suggests that there are certain patterns \:{111 o
correlate with changes in clinical state; that work is, however, sti

¢ iminary stage. . ‘ .

: I)Frz'?;?:r;é«lyshowbs, in schematic form, a t){pical infection thi} I(;ITIEVa
HI/LAYV virus. What we believe hgppens is tha‘{, Over a perio b?bl
few weeks or perhaps more, at the time when the individual is probably

oD

1.6

0.8
pos 0%

0.4

0.2

0.1

1month lyear Syears

Figure 5.4 Evolution of the anti-HTLV IIi/LAY response El\easure‘drt{)ff type
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having a considerable viraemia, there is no antibody detectable by any
test, no matter how sensitive. In other words, there is a true antibody-
negative phase in an infected person. That phase is followed by a
period of false negativity — one which may be of particular significance
in the context of blood transfusion work. We have learned the hard
way, especially in the transfusion field, that infections with hepatitis B
are especially difficult to identify at this phase of early infection; yet
they are the ones that have given rise to most of the transfusion-
transmitted hepatitis that has occurred since hepatitis B screening of
blood donations was introduced. The period during which the patient
undergoes seroconversion, when the results may be in the equivocal
range, is therefore an important phase in HTLV III/LAV infection.
There follows a very long period, which may exceed 5 years, when the
individual gives a strong antibody signal by any test applied, from the
crudest and most simple to the most sophisticated. Thereafter may
follow a period at the end-stage of the infection when the succession
of phases that an individual has gone through will recur in reverse,
although most individuals with the end-stage disease of AIDS still have
readily detectable antibodies.

Turning to a broader assessment of what antibody tests can or cannot
do: Dr Acheson (Chapter 1) has estimated the number of seropositive
individuals at present in the United Kingdom to be about 20000. Table
5.6 attempts to break down this mass of individuals into its component
groups. First, there is a relatively small population of recipients of
(mostly) commercial clotting factor concentrates who have become
infected as a result of the transmission of the virus by blood product.
Of the approximately 4000 haemophilic patients in the United
Kingdom, about 1000 are seropositive. That has been a calamitous
outcome of the use of clotting factor concentrates, but it is pleasing to
be able to say that the risk has been dramatically reduced, if not
completely abolished, by heat treatment of the concentrates. With
regard to the recipients of transfused blood, there are about one million

Table 5.6 Estimated HTLV III/LAYV infected, United Kingdom 1985

Risk group Size Anti-HTLV Percentage Risk
HI/LAV positive trend
positive

Haemophiliacs 4 000 1000 25 }

Blood recipients 1 000 000 60* 0-06 )

Drug abusers 20 000 1 000 5 1

Homosexuals 500 000 15 000 3 0
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ach year and it can now be estimated from the figures given in Chz}pﬁer
0 that about 50 of these recipients were infected as a result of receiving
{ood during 1985 before antibody testing of donations was stgrted.‘
hat, of course, represents a very low risk. Now that the screening of
11 dbnated blood has been introduced, we can expect the risk to
ecrease.

The two risk groups for whom there is no such good news are those
ho abuse drugs intravenously and the very large risk group of r{lal.e
_homosexuals. The numbers shown in Table 5.6 are guesses but 1t' is
vident that the figure of 5% for drug abusers is low compared with
‘what is happening in the rest of Europe, and what is beginning to be
seen in the United Kingdom in 1986. Numbers of infected i.v. drug
abusers in the UK are likely to increase rapidly. Similarly, we have no
clear idea of the numbers of homosexual men at risk and the figure
that I have suggested is a conservative one. We can confidently assume
that at least 15000 homosexual men in the United Kingdom have
already been infected. The overall prevalence of infection is low, but
in certain parts of the country seropositivity is very common and the
trend is relentlessly upwards.

Although antibody testing enables us to produce sets of figures on
which to base informed guesses and estimates, it cannot of itself do
very much to contain the spread of HTLV II/LLAV. The following
example may serve to highlight this. A decision was made that all
donated blood in the United Kingdom should be screened, and such
screening began in mid-October 1985. We have since learned that onl'y
about one in 50000 donations is seropositive (see Chapter 10). This
means that we shall be spending about £3 million in 1986 to pick out
50 positive donations. It also means that it will cost £50000-£100000 to
prevent each potential transfusion-transmitted infection. In Chapter 1,
the Chief Medical Officer referred to plans to spend £2-5 million — a
sum similar to that which we shall be spending annually on screening
blood donors — to launch a national programme of health education
about AIDS. Such an education programme must surely be far more
cost effective than the screening of blood. I am not suggesting that we
should stop screening blood — such screening is necessary and inevi-
table, and has concentrated minds on the threat which this virus poses
to society. Nevertheless, in the absence of specific treatment or a
vaccine, health education is probably the most useful approach. Today
young people in general, and young homosexual men in pgrticular, are
probably more concerned about the integrity of their bodies and good
health, than previous generations have been. There is a general_ trend
within society to take a more positive interest in health. In the light of
this trend, and because it is young people who should be most con-
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emphasiziqg safﬁe sexual practice is absolutely crucial in stemming the
spread of infection. It has been suggested that 20000 individualz are

already infected and I estimate that another 20000 will be added to the

pool }nf 1986. If health education helps to prevent only 1000 of those
new iniections, it will have been about 20 times i
than the screening of blood. more cost effective

Conclusion

The threat of AIDS is absolutely indivisible: it affects both sexes: it
affects both sexual orientations; it affects any iv. drug user ar’ld

potentially, any recipient of human tissue. This is an infection that will -

be seen in every country of the world and i i
/ t represents a particula
ltllf:zal:dhto }Leople travelling to hyperendemic areas. No-oni shouldr
Ink that they will not be touched by the effects of this virus i
ey or ot y s of this virus in one
Although laboratory tests will do a i i
; great deal if they are appropriatel
used and have already heightened individual and public awareness o}f’
the problem, they are not the key to the control of the AIDS epidemic
The key to that is education, both of the groups at highest risk an&
of young people who are entering those groups — and, indee,d of
everyone else. If there is no response to the health education messa;ge
then, to quote the great communicator, ‘You ain’t seen nothin’ yet!”

urveillance: the role of the PHLS
ommunicable Disease Surveillance

entre

ARIAN McEvoy

‘HLS Communicable Disease Surveillance Centre, London, UK

Introduction

During 1981 increasing numbers of reports of a new syndrome were
received from the United States of America (USA). Opportunistic
tumours and infections such as Kaposi’s sarcoma and Preumocystis
carinii pneumonia were diagnosed in young, previously well homo-
sexual men (CDC, 1981). The first case of AIDS in the UK was
documented in December 1981 (Dubois er al., 1981) and soon after,
morbidity and mortality data were reviewed retrospectively at the PHLS
Communicable Disease Surveillance Centre (CDSC), in order to detect
indications of a possible future outbreak. No increase in reporting of
opportunistic infections in young persons in the previous 5 years was
found, neither was there any change in the number or pattern of
death entries mentioning Kaposi’s sarcoma received at the Office of
Population, Censuses and Surveys (OPCS). However, it was concluded
that existing surveillance should be augmented in order that the early
stages of a future national outbreak would be recognized. The purposes
of this chapter are to describe the surveillance schemes for the acquired
immune deficiency syndrome (AIDS) and human T-lymphotropic virus
III (HTLV 1) infection currently in operation at the CDSC, to provide
an update on the United Kingdom (UK) and European statistics and
to discuss national predictions for future numbers of cases.

The United Kingdom

SURVEILLANCE METHODS

WITNO0841029_0035




52 The Public Health

in 1982. The case definition compiled at the Centers for Disease
Control, Atlanta (CDC) (CDC, 1982), was adopted and three sources
of data were used: copies of death entries kindly provided by the
OPCS; laboratory reports of opportunistic infections, and clinica]
reports received on a voluntary basis in strict medical confidence from
physicians. When cases in patients without recognized risk factors were
reported, their permission and that of the admitting clinical consultant
was sought and epidemiological interviews were carried out by a medi-
cal epidemiologist from CDSC in order to identify the relevant exposure
factors. In 1983 the isolation of lymphadenopathy-associated
virus/human T-lymphotropic virus II1 (LAV/HTLV III) (Barre-Sinouss;
et al., 1983; Gallo er al., 1984) and the subsequent development of
serological testing, preceded the revision of the case definition (CDC,
1985a). It was possible to extend the CDSC surveillance to include the
analysis of reports of positive antibody tests and to initiate a prospective
study of health care workers with accidental parenteral or mucosal

exposures to blood or body fluids potentially infected with LAV/HTLV
IIL

RESULTS

Chronology

Although the first case of AIDS was described in 1981 (CDC, 1981),
cases which presented in previous years were subsequently diagnosed.
Figure 6.1 shows the annual numbers of cases by dates of presentation
for medical advice. The initial slow rise in the numbers presenting to
mid-1982 was followed by a continuous upward trend which has con-
tinued up until the present time (February 1986). ’

Geography

Since surveillance began, more than 75% of cases have been reported
from hospitals in the four Thames health regions. This proportion has
not changed significantly over time, but case reports have been received

from all health regions in England and from Scotland, Wales and
Northern Ireland.

Patient characteristics

Up until 31 January 1986 a total of 287 cases were reported. Age, sex
and ethnic origin are shown in Tuble 6./ The age range was from 11

e T S FO,
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Figure 6.1 AIDS, United Kingdom. Annual cases according to date of prgs-

_entation (compiled by CDSC)

Table 6.1 UK cases of AIDS report;:d to CDSC by 31 January 1986,
according to age, sex and ethnic origin

A Male Female Total
ge
ears) Caucasian Other Caucasian Other
k(}—S 1 0 0 g (l)
6-19 0 0 (1) X o
20-29 49 0 : : >
30-39 93 1 0 o
40-49 9% 1 % 0 o
50-59 25 8 ! : ¢
60 + over 2 0 0 a
Not stated 13 0 X -
Total 275 2 8

cases were reported in females and the sex ratio of 27A: lzgv;sc Z;ren;l?;
to that observed in the USA and .Europ& Ther; we@bb ases In
white Caucasian patientc, two in Afrlcar?s and two m‘CzaSr; g;; peson
als. Patient characteristics are shown in Table 6.2: (89%

i i ith he ilia
were in homosexual men, 11 were reported in patients \ylth hafsmoph !
twa were franefuiceed overceac in recinients o
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Table 6.2 UK cases of AIDS reported to CDSC by 31 January-1986 by
patient characteristics

Patient characteristic Number of cases Total Deaths
Male Female
Homosexual/bisexual 255 — 255 123
Haemophiliac 11 — 11 8
Recipient of blood 4 1 5 4
IV drug abuser 2 — 2 1
Heterosexual contact e 2 2 1
Visited USA/Caribbean 3 — 3 1
at possible risk
Associated with Africa: ’
Direct 1 5 6 6
Indirect — 2 2 e
Other 1 — 1 —_—
Total 27 10 287 144

drug abusers and two in female heterosexual contacts of infected men.
Three men who had visited the USA/Caribbean in the recent past
denied potential exposures but were thought by the interviewing epid-
emiologist to have recognized risk factors. There was a small group of
patients associated with sub-Saharan Africa, having lived or travelled
there or having had contact with those who had visited Africa. One
male patient gave a history suggestive of acquisition of infection through
heterosexual contact.

Up until 1982, 70% of homosexual men in whom cases occurred had
had contact with nationals of the USA, but the proportion decreased
over time and by 1985/86 only 30% of men had such contact. Although
this suggests that transmission is now taking place within the UK, it
may also indicate that British gay men have reduced the extent of their
sexual contact with American men.

Mortality

Overall mortality was 50% (144/287), but for the early years of the
outbreak was in excess of 90% and possibly up to 100%, allowing for

patients lost to follow-up. The case fatality for patients presenting in
1985 is currently 26%.

VVITNUo4TU
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nalysing data provided by serosurveillance, it shou}d be I?Orne
in lr]xfirrllc? thaBt/ theg incidelflce of infection with HT LY III/L AV in particular
roups may be determined only by specw}l stud1§s ?md.that reports Qf
positive serological tests are used to grovxd§ an indication of trends in
time, place and personal characteristics of infected people. Althougih
antibody testing was introduced in 1984 it was not widely available
~antil October 1985: by the end of that year 1765 reports ha}d been
received. The age and sex of the patients concgmed are shown in 'Table
6.3. Data were incomplete for 470 (27%) patients. Of the remainder,
759 (59%) were aged between 25 and 44 years. Altogetiler 1643 reports
were received for male patients (Table 6.4): 704 (56%) of those for
whom data were complete were homosexual men and a further 509

i itivi ived at CDSC from
ble 6.3 Reports of anti-HTLV III seropositivity receive .
;I:)ofatories ianngland, Wales and Northern Ireland to December 1985:

age and sex

Age Number antibody positive
ars ’
ear) Male Female No record Total
<15 2 93
<15 90 1
15-24 295 7 1 32:95
25-44 741 17 1 o
45+ 138 1 % -
No record 379 4 8
Total 1643 30 92 1765

i itivi ived at CDSC from
le 6.4 Reports of anti-HTLV III seropositivity receive .
;Ie‘fl‘)‘:):atories ianngland, Wales and Northern Ireland to December 1985:

males

Patient characteristic Number of reports

Homosexual/bisexual 783
Haemophiliac 5 2
Other bleeding disorders

Intravenous drug abuser 2;
Other ;
Several risk groups 201
No record

Patnl 1643
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(41%) were patients with haemophilia. Only 30 reports were received

for female patients (7able 6.5) and half of these were intravenous drug
users.

Surveillance 57

fopean data are collated and analys.ed at Fhe World‘ Health O;ggg»
tion Collaborating Centre on AIDS in Paris. Up g?tll J anuary ) .es,
006 cases of AIDS had been reported from 23 participating czugerfxo ré
etailed analysis was available for.1573 case reports receive JDetore
30 September 1985. The rate of increase in the numbetgs 0 e
eported over time was similar to that seen in t}}e UK Inci ex;ceTia

r million population are shown for 10 countries in Table 6 - ;ese;
stes are unstandardized and, although the UK has the th;rd hl(%a;ss
number of cases, the national rate appears to be rela;welyf f)“"‘" s
re shown by country of origin in Tal?le 68 The 124 A nc(n; g fo.r
without recognized risk factors were in patients who pirlesgn e Jor
reatment in Belgium and France during thf: early years of the : urop "
utbreak. In northern European, countries thg ngmber 0 ctages .
:'ncreasing most rapidly in homo§exgal men, while in the COL;: rl;se o
southern Europe the increase in intravenous drug users has

PROSPECTIVE STUDY OF HEALTH CARE WORKERS

Between 1 January 1985 and 31 January 1986, accidental parenteral or
mucosal exposures had been reported in 101 health care workers in the
UK (Table 6.6). None of those who enrolled in the study seroconverted.
The range of follow-up was from 1 to 12 months and the median length
of follow-up was 5 months. Altogether 60 of the 101 exposures were
in medical, nursing or laboratory staff.

Table 6.5 Reports of anti-HTLV Il seropositivity received at CDSC from
laboratories in England, Wales and Northern Ireland to December 1985:

females noticed (R. Ancelle, personal communication). Case fatality rates for

T Europe have been similar to those experienced in the UK (Curran,
Patient characteristic Number of reports Meade Morgan and Hardy, 1985).
Intravenous drug abuser 14
Sexual contact, haemophiliac 5 The United States
Sexual contact* 8 CDC. Alt

C . Alto-

gﬁﬁf l(r)ltég ‘:;Szl;(lj(?rmother i Up until January 1986, 16 57[.1' cases had been reported taored with 255
No record 1 gether, 11 998 (73%) were in homosexual men comp
Total 30

European Collaborating
* Includes one prostitute, one contact of i.v. drug user Table 6.7 Cases of AIDS reported to the WHO p

Centre on AIDS by September 1985”

. Rate/million
Table 6.6 Reports of exposures of health care workers to HTLV III Country No. of cases
reported to CDSC by January 1986 according to occupation and type of 11-5
exposure Denmark 422 85
France 295 4.8
Type of exposure Number of exposures Germany, Rep. Fed. 10 1-0
e Greece 0 1-6
Nurse  Doctor  Lab. worker Other Total Italy 3 57
Netherlands 63 1-6
Needle-stick 28 15 10 0 53 Spain 36 43
Other sharp 3 2 2 0 7 Sweden 77 118
Splashes 10 7 5 0 22 Switzerland 225 40
Aerosols 1 1 7 0 9 United Kingdom - 5.4
Other 2 1 0 7 10 Total 1404
Total 44 26 24 7 T
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(89%) of ‘the 287 British cases. Although 2778 (17%) of the USA case
occurred in intravenous drug abusers, only two (1%) of the UK case:
were reported in this risk group (Table 6. 9). These differences in the
ljlsk groups .between the two countries is reflected by a difference in
the proportions of the presenting diseases (Table 6.10): 44% of the

Table 6.8 Cases of AIDS re

ported to the WHO European Collaborati
Centre on AIDS b : i iont characteristie o
country of e y September 1985 according to patient characteristic and

Patient characteristic Geographical origin

Europe Caribbean Africa Other Total

(1) Homo/bisexual men 1031
(2) Intravenous drug 90 —j —1~1 > e
abusers N "
(3) Haemophiliac 52 e
(4) Transtusion recipient 30 — _5 ! x
(5) (1) and (2) associated 21 —— 1 —E "
(6) None: Males 59 24 81 3 lgé
Females 31 10 43 —_ 84
(7) Unknown 16 1 16 2 35
Total 1330 39 157 47 1573

* Data compiled by WHO Collaborating Centre on AIDS, Paris

Table 6.9 UK cases of AIDS re

ported to CDSC and USA cases r
CDC by Jak case AIDS 1 > /SA cases reported to
paremhg’ses) ry 1986 according to patient characteristics (percentages in

Patient characteristics Cases

USA* UK B
Homo/bisexual men 11 998 (73 B 25 89)
Intravenog§ drug users 2778 g17§ 222 Ef?)
Haemophiliac 132 (1) 11 (3)
Heterosexual contact 185 (1) 2 (1
Transfusions 263 (2) 5 (7)
Pacdiatric 231 (1) 0 &
Africa association 0 8 ((2))
None/other 987 (5) 4 523
Total 16 574 (100) 287 (100)
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able 6.10 UK cases and deaths reported to CDSC, and USA cases and deaths
-horted to CDC, by January 1986 according to disease group (percentages in

USA UK

Cases Deaths Cases Deaths

aposi’s 3056 (18) 1167 (38) 68 (24) 30 (44)

sarcoma (KS)

Nneurnocystis

carinii

pneumonia

(PCP)

Both KS and 920 (6) 598 (65) 19 () 12 (63)
PCP ’

Other 3059 (18) 1672 (55) 71 (25) 42 (59)

opportunistic

diseases

9539 (58) 4986 (52) 129 (45) 60 (47)

Total 16 574 (100) 8423 (51) 287 (100) 144 (50)

British cases (almost all being gay men) had Kaposi’s sarcoma, com-
pared with 18% of the American cases. Although only two of the gay
men reported in the UK were also intravenous drug users, a 12%
overlap between these two groups has been documented among the

cases reported to CDC (Curran et al., 1985).

The future of the outbreak

There are difficulties in making statistical predictions of the future
course of the outbreak in the UK on the basis of previous experience.
However, until recently the epidemic curve was log-linear and a
regression analysis was used to extend the curve and calculate the
number of cases which might be expected in future years. The main
limitations of this method are that it can take no account of changing
epidemiological patterns and that the confidence intervals for each
prediction are wide. These problems have been described in detail
elsewhere (McEvoy and Tillett, 1985a,b). At the current stage of the
outbreak there are insufficient data to use alternative methods and it
would seem wise to plan for approximately 2000 cases by 1988. The
logs of the cases are plotted by time in Figure 6.2 and it is interesting
that the shape of the plotted points is beginning to suggest that the curve
mav he annroachine the noint of inflection. However. the predictions of
WITN0841029_0039
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y to require increasing resources for their

Discussion

The results of surveillance in the UK suggest that there is a growin

outbreak, .»\{ith many cases in London but with increasing number§
of seropositive persons elsewhere. A rising seroprevalence has been
demonstrated among clinic populations of homosexual men (Carne er
al., 1985; Mortimer er al., 1985). Public Health Laboratories around
tl})e country have recorded various rates in this group, ranging from
5 ./o.m predominantly rural areas to more than 35% 4n some London
clinics. Se\arqprevalence of 10% and less has been recorded in some
groups of intravenous drug users but results of a recent study in
Edmburgh, where seropositivity rates in excess of 50% g
found, suggest that there may be hyperendemic foci for this group
(Jessog et al., 1986; Robertson et al., 1986). Similarly, national results
for patients with haemophilia sueeest a seranrevalance Af avasad 2cos

were
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- Jesson et al., 1986). Although transmission by sexual, parenteral
iyerinatal routes have been clearly defined, anxiety about spread
the general population remains among some lay persons. At pre-
t-there is no evidence of such spread in the UK. It is reassuring
at the number of seropositives among blood donors, who are asked
t to donate if they might belong to a group at increased risk of
.veloping infection, is estimated by the Blood Transfusion Service as
being less than 1 in 50000 (see Chapter 10). The only case which strictly
1fils the criteria for the definition of occupationally acquired infection
ith LAV/HTLV IlI, compiled at the CDC (CDC, 1985b), was
described in a British nurse, who received a mini-inoculation injury
while carrying out a venepuncture on a patient who contracted infection
in Africa (Anonymous, 1984). In the UK no seroconversions were
demonstrated in the 101 health care workers with needle-stick and
other injuries sustained during the course of caring for patients with
AIDS. In the USA, surveillance of health care workers identified two
who had had possible exposures, were found to be seropositive and
denied having recognized risk factors. Seroconversion was not dem-
onstrated in either of these persons, who are thought to have probable,
- but not proven, occupationally acquired infection (CDC, 1985b).

It is important that national epidemiological surveillance is continued
in order to monitor trends, to provide statistics and to complement
specific research projects on transmission and natural history. Available
evidence indicates that the outbreak of AIDS in the UK will continue
to present a challenge to all those involved directly and indirectly in
patient care, prevention and health promotion for many years to come.
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econd Question Session

Mrs Fearns (Newcastle): If a positive finding has been made, is there
any point in repeating it? Secondly, if a negative finding has been made
n an individual whom the clinical staff feel perhaps may be positive,
how many further times and at what intervals should that individual be
tested before a negative result is taken at its face value?

Dr Mortimer: In answer to the first point, my laboratory colleagues
and I are fairly cautious people. Because we have seen specimens being
mixed up in transit and, indeed, within our own laboratories, we feel
that it is important to repeat a positive test on at least one occasion on
separate and independent sample. When this has been done twice 1
cannot see much point in repeating it.

The other question is, of course, very much more difficult to answer.
he time that it takes for someone to seroconvert does vary a great
deal and my impression — which is not based on any hard facts — is
that those individuals infected sexually will mostly seroconvert in a
matter of two months. Those who have been exposed in other ways,
perhaps through blood products or inoculation injury, may take a great
deal longer to seroconvert. Therefore, it would certainly be proper to
test at an interval of 6 months and perhaps even a year, depending on
he particular circumstances. Does that answer your question?

Mrs Fearns: Not entirely, because on the answer to the second part
the question may hang the decision of an individual and his partner
about whether or not it is safe to have a child.

. Dr Mortimer: Every situation has to be looked at on its own merits
ut, given negative results for a year and assuming that exposure was
not continuing (which of course it might be in lots of situations, perhaps
with blood products), if it were just a single exposure or past exposure
do think that it would be unreasonable to delay pregnancy beyond
hat year.

- Dr David Miller (St Mary’s Hospital): One of the arguments com-
monly put forward in favour of routine screening for anti-HTLV III is
for the protection of staff from patients who are identified seropositives.
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from your assessment of the kits available,
you have in the ability of the test to identify
percentage are false negatives?

all seropositives? Wha

Dr Mortimer: 1 am not confident, and I hope that I did not give the
impression that I was confident, that in all circumstances these antibody

tests will detect people who are infected,
Indeed, in broad terms I do not think that
context you mentioned is the way to go. We

or potentially infectious

different ways by different members of staff who foresee different
risks! I challenge anyone to swear that that is not happening within
laboratories. The moral is that we must all be careful how we deal with
all patients and how we handle all specimens.

Dr Gunson: 1 would reinforce what Dr Mortimer has said with the
example of a virus that we cannot test for, and that is non-A, non-B
hepatitis, where every laboratory worker is at potential risk and, there-
fore, great care must be taken with every sample. The same is true of
HTLV II/LAV: great care must, again, be taken with every sample,
whether it comes from a patient suffering from AIDS or not.

Kay Carpenter (Social Worker): The first speakers have talked about
the importance of education. Could they tell us more about the infor-
mation that is available from the UK Health Education Council?

Dr Sibellas (DHSS): The Health Education Council have already
produced a leaflet and are now preparing another, as part of the
Government’s public health information initiative. There are difficulties
in educating without separating or bringing attention to risk groups and
causing a backlash, and without creating alarm. The message is a
difficult one to achieve but money has been set aside and we are
working on an education campaign.

Delegate from the Blood Transfusion Service, Newcastle: It has been
said repeatedly that this is an ‘epidemic’. Bearing in mind that there
have been only 287 cases of AIDS in the UK, do you really think that
‘epidemic’ is the right word? The public associate that with diseases
like measles or chicken pox and expect many children to be affected.
In a population of 54 million, do 287 cases really constitute an epidemic?

Dr McEvoy: An epidemic is strictly defined by epidemiological
means and I can speak as an epidemiologist. There are two ways of
defining it. An epidemic is an increase in the incidenca af o move .

how much confidence do

antibody screening in the
ought to know that certain
virological fluids, and certain operative procedures and so on, represent
potential hazards to staff no matter who they come from, and people
should take precautions accordingly. I am sure that in every laboratory
in this country there are specimens collected from ‘infected indi-
viduals’ — specimens which are going in several different directions for
several different reasons, and which are being handled in entirely
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I at cases of AIDS in the United Kingdom, they fulfil thosedcrltense}:
other definition is ‘an outbreak of two or more rela;e lfjaiem.
t definition is more usually employed fpr foodborne ?ut Ye? sfulm;
auise it applies to any communicable disease, AIDS certainly

t criterion too.

p’t:z:gtzzofr;om Newcastle: 1f you.have a cgse? of a homosexual who
lso a drug user, what category is he pgt in? 1 S
r McEvoy: They are classified hierarchically in some countri : .men
uld put them into the homosexua} group. Of the ho‘mc’)sextuao men
th AIDS who have been reported in this country,.thele are tw [
: also intravenous drug users. A recent paper from C}1rr21n et al.
98§)A of the Centers for Disease Control described a 125’/0 overlaéar ;n
nited States cases reported in homosexual men and intravenous drug

Dr Volberding: Yes, the CDC uses the same hif?rarchical s.)éstgmqsg
that an i.v. drug user who is also a homosex'ual will be clasi; et 13(50/
homosexual risk group member. The overlap is, as you saz/j, a otuknowa
of gay men who report the use of i.v. drugs. Alt}?ougél we Od?s e ,
we suspect that these cases representfransmmspn y 1.vI.II t gﬁn .it
Dr Tedder: To revert to the question of anti-HTLV ' dest gtin
seems that a decision may be taken tha‘t HT;V 111 antlbq y t<esx %
cannot and should not be used in. an infection contro} s'm}a xonéor
personally disagree with that. I thml.( that there are sxtuatxgn;, o
_instance in a busy metropolitan hospital, where a surgeon o \f]?u ty
- should avoid self-contamination with .blooc‘i or materials from a p‘g llend.
However, we all know that surgery invariably mak~es a pagent etete;
and an orthopaedic surgeon reaming‘ out a femur is boun to:? o
material everywhere. Now, is it practical to‘make tt}at surgeonl C;i ? he
the more extensive and expensive precautions which he wou 1t e
was dealing with a known positive patient, if you couldl del?‘nonsfru |
that the patient was seronegative? I think tha‘t we.have to loo Ecaree 0)1/7
at the question of risk and that there are situations yvhefe lnehusl -
anti-HTLV III screening can help the medical professxo'n'ds a vzl (; e °
come to terms with caring for patients who are seropositive and t hl‘erAe
fore infectious, and those patients who are not infectious. | saay this in
order to redress the balance slightly as I do not agree that there is no
Valgi gu;isot::lgl did not think that there .would ‘necessarily be no v:;luesz
in testing. However, if you have a negative ant;-HTLV. 1 testl(ljt h;)je
not mean that you can go ahead without proper care; I wou
t was the important message.
th(ﬁf%lﬁ%ﬁgz (St Mary’s Izospital): I think that there are a number
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that there is no risk. All we can say is that up to 1983 it was not know
that AIDS was caused by an infectious agent, and surgeons in Americ
were investigating and operating on

of their work. Secondly, the premise that precautions should be take;
when the surgeon knows

would, in itself be enough for those precautions,
test. However, I do not actually agree with that premise because

think that it is necessary to assume that anyone is potentiaily infected
with this virus. I have seen patients of 17 to 70 years and some of them
did not even know that they were in high-risk groups, and one certainly
instance, the female sexual
partners of bisexual men often do not know what their husbands are
doing in the evenings. My conclusion is that it is necessary to take the
view that anybody may be potentially infected with this virus and what

would not have expected them to be. For

we must do is tighten up clinical procedures in hospitals generally.

Unidentified delegate: 1 was struck with the question about whether,
in lay terms, we are dealing with an epidemic. It appears that even the
UK projected figures are relatively small, made on the basis of mortality
figures. These cover a very short period, from about 1979 to 1986.
What is thought about the morbidity projections? To the public and
the Press, the issue that has to be understood is seropositivity. Articles
appearing in Science magazine last year likened HTLV I to a slow
virus and we know that kuru and Creutzfeldt-Jacob disease and Alzh-
eimer’s disease may take 25 or 30 years to produce dementias and
other problems. Could it be, speculatively, that there are a lot more
problems related to the HTLV III virus that have yet to surface in
terms of morbidity and perhaps, eventually, mortality?

Dr McEvoy: That is a very valid comment. Our predictions were
not drawn up on mortality figures but on individual cases. The reason
that we used cases is that they provide hard data. We think that we
have 90% or more accuracy of case reporting in the UK and we know
that there is a pattern. To do projections on seropositives would be
very difficult although some excellent cohort studies have been carried
out. The difficulty is that we do not know denominating populations
in this country with any degree of certainty, particularly the population
of those who currently may be most at risk. We can estimate it from
data by Kinsey, who said, for instance, that 10% of the male population
were homosexuals, or we can look at the absolute numbers of unmar-
ried men between 16 and 65: this may give us some indication, but
many of these will be heterosexual while, on the other hand, there will
be many married men who are homosexual. It is difficult to find a

[ .

relinhle danasai;aea. - 1
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we have not made any projections on seropositive-s: we ;\Ilst do

w with any degree of certainty how many there are. ver);
hn;:ree with what you said about the possible natural history o

o

C(Z’uig ];)]‘\};zwcastle): Dr McEvoy’s figures are obviously going to be
Derasilngly important for health care planning. How accufatehdoeliskse};e
‘that these figures are at present, gnd how accurate are they y
; in the future? In particular, it is my own feeling thellt the;eoe:’fs
oblems about the case definition of AIDS at pre.sent.f ;11 ’]C“)EV e
al experience we have seen threg patients who died o Ly
ociated disease — of a wasting Illne.ss.where, even a}z au O{de};ave
re unable to identify any opf}ljo-rFumsttict segix::)srt\;}ix:; wou

definition to .

u?)we]?/h:lévtoo)}? gilihteh ij(;laii:d Kingdom we are fortupate in having a
m‘;:)er of sources of data. In itself, the clinical reportmghsc}lletr)neracigjs
ot provide a means of validating the data. So we have the la f(;ctionz
eporting scheme, which gives us reports of opportunistic in o
qzi we have mortality data from death certlﬁcateg on gll possible
{nTLV III-related conditions, including opportunistic 1nfect‘10nslaé I\Z:}
s AIDS. We use all the morphology cgdes and Internatlo.n;; s
fication of Disease codes that could pogsxk?l'y be AIDS.-assocxa f?démia]
o-ordinate this work with a medical statistician on a strictly ]cson lential
basis. In addition, we now have‘thff gntxbody repor‘ts.i y gan Sgof
number of sources of data like this, it is possible to app mihere o
validation and I believe that we do hgve very full reporting. rere wil
’always be a few cases which are not Qlcked up, but the routigeﬁne onal
surveillance system is meant to monitor trends and not to de

dence: this is done by a specific study.
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[mmunology

ANTHONY PINCHING

St Mary’s Hospital Medical School, London, UK

Introductiqn

Immunology, no less than any other area of medicine, is ultimately
concerned with people: with that in mind, in this chapter I would like
to provide a perspective on the way in which clinical immunologists look
at this very remarkable new immunodeficiency disease. We determine
whether people are immunodeficient or not by observing how they
behave in their microbiological environment, by studying the organisms
that they meet or (more often) carry around with them from previous
encounters and by noting how they respond to them. People, rather
than laboratory tests, provide the ultimate bioassay and patients with
AIDS have taught us much about what we really mean by immu-
nosuppression. Although AIDS is a terrible and tragic disease, one
small benefit is the enormous amount of scientific knowledge that has
accrued from its study. Perhaps even more important is the amount
that we have learned (and, I hope, will continue to learn) about the
community in which we live and, indeed, about ourselves. The knowl-
edge thus gleaned has therefore gone beyond AIDS itself and extends
into many other areas of science and society.

The properties of HTLV III/LAV

The physical properties which govern the modes of transmission of
HTLV HI/LAV, the AIDS-related virus, are determined by its lipid
envelope. Within its genetic structure and the nucleoid is the infor-
mation that gives rise to its particular biological properties, which are
quite distinct from those physical properties. Thus, while HTLV
HIU/LAV can cause severe disease, this must not be taken to mean that
it is readily transmitted from person to person.

rmmrmnat fumen a vawru anvlu ctaas  fram oaheervatinong on
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cells of the immune system. In particular, cells known as ‘T4
helper’ lymphocytes appear to be the main target for the virus. Elegan

work at the Chester Beatty Institute and elsewhere has shown that the
T4 antigen, a surface molecule carried by these T helper lymphocytes
virus uses to enter the cell. Thus the virys
has adapted itself, not only to infect cells of the immune system, but
. in effect, one of the communication signals:
that the immune system uses for its own function of helping to defend

is the receptor which the
also to make use of what is

the body.

Other cells, termed antigen-presenting cells, also appear to be targets
of this virus. Such cells include other white celis concerned with
defence — monocytes and macrophages. The fact that these and other
antigen-presenting cells
important aspect of this infection. In addition, the microglia of the
nervous system are a possible target, in view of the encephalopathy
that we see in some patients with AIDS. All of these cells bear smalj
amounts of the T4 antigen, which thus is not specific to the T4 fym-
phocytes.

The question of whether the B cells (the antibody—producing part of
the immune system) are directly infected has been much debated, but
most of the evidence now seems to indicate that they probably are not
directly infected in vivo, although they may be indirectly affected. The
same may be true for ‘natural killer cells’.

The consequences of exposure to HTLV III/LAV

What is the sequence of events that follows exposure to the virus in a
normal subject who meets it in one of the three settings in which it is
transmitted: by sexual intercourse, by blood-to-blood contact, or by
materno-fetal transmission? There are several possible consequences.
the person may not be infected by the virus, despite exposure
(sometimes repeated exposure) and current estimates indicate that 40-
are not infected in the risk groups examined. Second, those who
do become infected (virtually all of whom will be anti-HTLV 111
positive) may remain asymptomatic for long periods. Some develop
minor disorders such as persistent generalized iymphadenopathy
(PGL), or they may develop moderately severe (prodromal AIDS) or
severe (AIDS) immunodeﬁciency disease. The latter are certainly very
closely interrelated and most patients with prodromal AIDS (or ARC)
£0 on to develop full-blown AIDS. It is quite apparent that people in
the less severely affected groups do not necessarily develop the full-
blown disease: the term ‘pre-AIDS’ is therefore inannraneines e -

or "L

are directly infected may prove to be a very |
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-VELOPMENT OF DISEASE: CO-FACTORS

o h
hat factors determine who subsequently deve}iops ISIDtSI.n :r\]l;hootige '
3 i ion ¢ his disease than abou

more information about this . _many other
haV: t;at have been known for centuries, our persg)?ctxve 1}5 r};}c:ssr
g ¢ bserved AIDS for only
imited by the fact that we have o
‘;y m?sl‘ any éredictions that we make therefore must relate to th(;z:
yse aAl%hough some people talk as though they can tores?e theé s;)uwe
o it i i ‘ y hat may happen),
> be aware of wha y
nts (and it is sensible to av . 13pp: e
oag nev(ertheless recognize that this is speculation and that we shou
~ tick to the known facts. S 0% of
Atto psresent several different studies indicate thatsperhaps % 1}12 V/:) ;)p
, i Ctus C IDS over a follow-
) infe the virus actually develop A
O s e 7 1 ith time; those who are
eri hat figure may rise wi ;
eriod of 4-5 years. T e o o o
¢ to develop the disease.
nfected may take Ionger. ’ 1 the other hand.
infection at an early stage may ‘ m
hose who develop infec : nay ¢ ones most
: ly the natural history
i evelop AIDS and ultimately att history o
l'kely tz? dbe segn to be less severe. There is increasing Lyldence that
10!;‘ rc]to}rls play a part, after the acquisition of the mfectxor}, in enl*nancn;gt
10' ddevelopment of the disease. One such cc)—fgctoir is mt(;lrcurrgve
t 1fC ction, in particular, sexually transmitted infection in sexua ij ac e
“;; meno’ another may be severe infections of the type sleer} in dri;)epase‘
y ; i as i ing :
Afri [ to increase the risk of develop '
Africa. Both of these seem veloping disease:
tly develops sexually trans ‘
thus, a person who frequen ' : . e oo beine
" j ic i tions is more likely to prog
vere major systemic infec . m being
zimptomléss to developing lymphadenopathy or AIDSl 1t§§l£d(oeaﬂy
important co-factors include pregnancy an'd the neognatg p 1 d’isease
estli)mates are that about 50% of infected infants may evg op e
i i ) -factors may operate by sw
i the first 2 years of life. These co ' ‘ Y S¥
erlﬂll;?ently infeci]ed T cells, leading to increased viral rephcatlono Ca:sc:
gence infection of more cells of the immune system; suchda E}ro o
may eventually damage so many cells that the threshold for dev tpthg
dise):’ase is reached. It is probable that those pgople whohcontrzgctors
infection early in the epidemic will be those in whortn t ;nc]?m‘ fors
i t of disease are most co ;
enhance the developmen ( _ ' .
Wc}:sl;:i};)le that, as HTLV III/LAYV infection disseminates more wu;l:lzo,
ae will see a’more benign natural history. The \s/eg;?;/aij\ g/ufitfﬁ;ion °
‘ tible to HTL ’
her people are more suscep ‘ ' n i
:;}:: ”;cerl)ls alie switched on before an encounter with the virus, remains

to be answered.
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Early clinical features

i i al FDR cells: these people are type A,
minal centre with normal F ‘
fgsed by clinical features. Type B people show patlchy (;I::;rcx:gzigg
. . F i ermi : this has a very clear
What are the clinical manifestations of early infection? An acute retro DR cells in tlzlg gcr:n;e};lisczl;z;ecsiaﬁon ot e more
-ogressive disease. s '
. pltosgince it has been shown by George Janossy, together with a
t'erisur group, that the HTLV III/LAV virus is actually .concentrated
Harﬁe FIgDR cellg and may, indeed, replicate in them: this, therefore,
av be the main reservoir of the virus (Tenner-Racz et al., 1986):
dyre is no difference in the expression of HTL'V Il or LAV antigens
b 1§vce;1 types A and B: the virus is present in both but, clearly, is
e - .
behaving in a different manner in each.

has on the prognosis is not yet known, but it is important to emphasiz
that not everybody gets this glandular-fever-like illness. Persistent
generalized lymphadenopathy may be divided into two groups, Type
A and Type B: patients with Type A have no systemic symptoms;
patients with Type B do have such symptoms. Lymphadenopathy may
be minimal or absent in patients with prodromal disease, but the key
issue is that it is Type B patients who are most at risk of developing -
progressive disease; Type A patients seem to have a very much more
benign prognosis.

Most of the prodromal features are clinical and their presence should
alert one to the possibility that the patient will develop more severe
disease (Table 8.1). There are also a number of laboratory features
which form part of pattern recognition. None of them are diagnostic
in themselves; they are simply part of the pattern recognition that we
use in clinical diagnosis generally. There is no pathognomic test —
diagnosis of these disorders and of AIDS is a question of taking the
history, doing an examination, performing a few judicious tests and
then exercising clinical judgement.

THE IMMUNE DEFECT

The patterns of infection seen in full-blown AI&)IS are deterrrg;l;citbg
irst, the nature of the cellular-immune
a number of factors. First, ' wre ' 1 une defect s
i ioned earlier, it is predominantly a de
important. As mentione A o defel of
d related cells, with secondary
~cells and of macrophages an ed . dary effects on
i tem: it is the primary defect
other parts of the immune sys . . . ’
minespthe pattern of infection in this predommantly cellular 1mrr.1t1;11}z
deficiency. The severity of the defect is als_o lmportaﬁt b.ecaus:,gviv\:egla
i i type of infection that is see e
atients or between patients, th.e : ' .
?bioassay’ of the severity of the immune deficiency; thus, the infections

Table 8.1 Prodromal features

. ) . e of immune
o e Leucoperis hat ocsur ca serve as o crude market of th stage of immune
Unexplained diarrhoea Raised erythrocyte sedimentation rate deficiency — a gmde that is very mp luating clinical trials of a variety
Dermatitis T4 lymphocyte depletion in managing patients, as well as‘m eva ué:l g determined also by the
Shingles Anergy of different agents. The presenting features are dete

Hairy oral leukoplakia? Follicular involution in lymph nodes

severity of the immune defect, often being much more ingidious E})l.ec}?us:

of the defective host defences. Thus, many of thehcrxtenat or1f \;vm;ﬁ " :C/)
i is, even in another sort o -

would normally make a diagnosis, ar

compromised host such as a transplant recipient, clearly have to be

modified for this very different situation.

Follicular dendritic cell destruction
in lymph nodes

IMMUNOHISTOLOGY

It may be possible to separate Type A and Type B patients by looking OPPORTUNISTIC INFECTIONS
at the immunohistology of lymph nodes. The work described here was . opportunistic infection
performed with Dr Janossy at the Royal Free Hospital, London It is often forgotten that one cann othzﬁgnéreif;f ::C(}l)llr)itered' The pattern
(Janossy er al., 1985). The normal node contains germinal centres, unless the refle.va.nt m;gro-orgénlsﬁiCh the organism takes advantage of
which are where the B cells are mainly situated, and also T-cell areas. of opportunistic infection — in w -= -

The germinal centre alen rantaine fallinmlne A .tar e : WITN0841029_0047
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would not do so — depends on actual exposure to that organism
Previous microbiological exposure is important because many of th
infections contracted by i i

they, like the rest of us, have been carrying around with them for
years. They are usually kept in check by a normal immune system and.
Current
exposure is also important for some organisms, for instance Salmonelly.

by their
different profile) and by what they

only reveal themselves when these defences are impaired.

The effects will be determined by where patients have been,
age (children will have a rather
have done, and it is clear that we have to recognize these differences.
People have been surprised to
pattern of disease to North Americans, or Europeans to North Amer-
icans, or Africans to non-Africans. This simply reflects the fact that each
of these peoples has been exposed to a different range of opportunistic
infections and that these will emerge accordingly.

THE EPISODIC NATURE OF ILLNESS IN AIDS

The ‘shape’ of this disease must be recognized. It is often thought that,
once patients have developed AIDS, they are admitted to hospital and
gradually succumb to a progressive wasting illness. The much-publicized
‘horror’ pictures of patients in the terminal stages of AIDS are not
representative, and neither is the idea that patients progressively
decline. Although the function of the immune system may, indeed, be
progressively impaired, there is an episodic shape to this illness. A
patient who has AIDS is simply susceptible: AIDS itself does not make
people ill, illness results from the secondary infections or the secondary
tumours that occur as a consequence of the susceptibility; when such
events are absent, the patient is not ill.

As many of these infections, particularly early in the course, are
eminently treatable, early diagnosis and early treatment are of crucial
importance. Patients may be restored thereby to a normal appearance
and feeling of well-being, which may persist for some time until they
develop another opportunistic infection which, again, may be treated
successfully. People with AIDS should be helped to return to the
community where they belong, and it is the job of all health care
workers to keep them there as long as is humanly possible, by reco-
gnizing that the disease is episodic. At a later stage of the disease,
when it is more difficult to overcome the opportunistic infection(s), or
where the immune system is inadequate to act in conjunction with
antibiotics to eradicate the infection, there may well be a progressive
decline. Nevertheless, in the early stages patients mav henafit arans..

find that Haitians showed a different
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>ECIFIC OPPORTUNISTIC EVENTS IN AIDS

.ble 8.2 indicates, in a rough rank order, the opportunistxg infections
ek .TH emerge as immune deficiency becomes progressively more
th? w'll"he tumours are shown separately. Early signs-are oral and

ele};ave:al candidiasis (thrush), herpes sii.npléx ulceration, pne?un;}?-
.y : bd Mycobacterium tuberculosis (which is more common in =
o d%' c{om than in the United States because the pgthogen is
nited m%ent in the UK). Atypical mycobacterial infections occur
or i pgli;acourse of the disease because these are low—grade'pathogens
tetr l\iflill cause~ disease only when the immune system is fszyerel)e/
i gxtna ed. Cytomegalovirus (CMV) is an important cause 0 hfse;last
b:cauie it is very widely prevalent among what is currently the\]i;gJ a«;sy
ri in t ited Kingdom — sexually active gay men,
nlsllkogfr(z;lflfolnr; tzfeus?rtsgofiit?\%e and have lat};nt infect'ion; \xfhen they
gecome immunodeficient this infegtion e;e‘nergeisl.i S(Ij\g\:n;su ?tlstz 1:;:;3]0;;2:;

> it is itself immunosuppressive and so w : the inj
, gier?;‘(lisye;aused by HTLV III. Treatment of CMV 1sc;1ow'p;)escs‘:;:;lren mir;
illustration of the fact that treatment of tfhe secon atry 1r}a1 < rev;ousw
alter the natural history of AII?S. ?eftamly, patiertl‘ s wmh Sp eviousty
" would have been expected to die within a matter of mo ,

iving longer. ‘

SurAviZ}l)r(x)igh Ig(aposi’s sarcoma is generally at the .bemg?teenn(iffcgfc t?;z
AIDS spectrum, in Africa it is much more aggressive, o

O

ionsi i ce
Table 8.2 List of opportunistic infections in AIDS in rough ofrcjir; 81; ?:;lg;zrtled
in prog.ressively severe immune deficiency. Sc.:paralté.engstg;)nerauy -associated
i aposi’ a, if occurring al R
umours, of which Kaposi’s sarcoma, Ting ¢ ;
;evere immune deficiency than the opportunistic infections

Oral and oesophageal capdidiasis '

Mucocutaneous herpes 51mpic>§ ulceration

Pneumocystis carinii pneumonia

Mycobacterium tuberculosis infection

Salmonellosis (septicz;s;mxa) e

Cryptococcal meninglt1§ (disseminated)

Toxoplasma encephalitis

Cytomegalovirus disease: N
Pneumonitis, oesophagitis, Co'hgxs,
adrenalitis, retinitis, encephalitis

Cryptosporidiosis )

Atypical mycobacterial infection

7CMV

Kaposi's sarcoma 9EBV

R rell lumnhaoma
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the viscera; this, again, reflects the different manifestations of immune:
deficiency in different hosts.

In Pneumocystis pneumonia it is very important to know that the
radiograph may be normal. If a patient has a persistent dry cough and
breathlessness, and is suspected of immunodeficiency, bronchoscopy.
must be performed. This is not only to confirm Preumocystis (and;
indeed, a diagnosis of AIDS) but also to seek other organisms occurring:
alone or in combination, such as CMV, Mycobacterium tuberculosis and
cryptococci. We must make every effort to identify all the organisms in
any patient in order to give rational, prompt and effective treatment.
A similar approach is used in diagnosis and treatment of opportunistic
infections of the gut and the central nervous system.

oC: 1¢G?2 is the major antibody involved in §liminating gapsulgted
D sg its deficiency makes patients susceptible to such infections
anllfr?n;munoglobulin therapy can replenish IgG2. For example, (C)lne
ir.patiems was producing a cupful of sputum a day ax;d i};fmuzi
satly reduced exercise tolerance. Regular mtravex}ou i
= gulin therapy not only eliminated sputum pfoductxon 1E)ut also
ol?shed his cough; he is now ablfi to run up five flights 0}" §tawg.ﬂ Ttt;:se;
vet another illustration of the importance of concentrating
gitive aspects of what we can achieve by active tluarapy.some ALDS
We have also seen a recrudescen'ce of atopic dlseas§ in © A0S
tients and this has led to new ideas about atopy in gene ec.zema
topic features are typical: asthma, hay fever, rhinitis, gtoplc 1
zndpurticaria often with defined allergens. Theie complalgt: ?:Sc;; S: lyf
i i ] iously by atopy, fo
in patients who have been affected‘pr.evxous O e

ected as children and ‘grew out of it’. When p

:ﬁi “c;:feelf;ed AIDS, their allergic symptoms returned although not

{7
o

et

IMMUNOLOGICAL PROFILE

The diagnosis of AIDS is clinical and depends on demonstrating an
opportunistic infection in a patient who is not otherwise known to
be immunosuppressed. AIDS patients have a characteristic pattern
immunologically, with reduced numbers of T lymphocytes (particularly
T4 lymphocytes), anergy on skin testing, raised immunoglobulins and
abnormal function of natural killer cells and macrophages. However,
it must be emphasized that some of these defects, either alone or in
association, may be seen in other diseases; furthermore, some patients
with early AIDS may not show them: for example, 25% of patients
presenting with AIDS to our unit, whether with opportunistic infections
or with Kaposi’s sarcoma, had normal T4 counts. We have to recognize
the limitations of laboratory tests; they merely provide a profile which
must be seen in the context of the clinical features. This is rather like
the role of antinuclear antibodies in the diagnosis of systemic lupus
erythematosus. Tests have no independent meaning outside a relevant
clinical context.

Although the majority of problems that we see in our patients are
due to the familiar opportunistic infections indicating defective cell-
mediated immunity, a few patients are infected by more common
pyogenic organisms, in particular the capsulated organisms Preumo-
coccus and Haemophilus. These may cause pneumonia or chronic cough
with purulent sputum. It might seem strange that such infections should
occur in patients with raised levels of immunoglobulins, which are the
major defence against such organisms. However, not only are such
people unable to make a new antibody response to organisms that have

not been met before, but there is also a reduction in the level of
immunoglobulin snhelace 7 (TafI9Ve tha taenl wine St s e

. 1d-
necessarily with the same feature: they mg have 'ha? Sczirlr;,; :(11 (;I;llllte
ith AIDS. One patient dev :
hood and developed asthma wi ‘ oped acute
itivi ilk, wi arked swelling of her tongue an
sensitivity to milk, with mar ' ‘ ricaria
i ts of milk, such as in tea or
n contact even with small amounts of s .
"}hese patients have increased skin prick-test reactivity but their IgE

levels are not different to those of non-atopic AIDS patients. During

a trial of recombinant gamma interferon, used in an attempt {o ;ecs:é
< » . )
stitute the cellular immune system, two atopic patients improved,

 relapsed when therapy was stopped: for example, the patient mentioned

above could tolerate undiluted milk. Whileldi; woul? dbe it\;l]r(g)'?ri ntlz
[ i ic disease should be treated w 2
suggest that everyone with atopic : : am
intbegrferon here again our experience with AIDS has given us an insight
into yet another disease. . . o
Th}elz T helper cell is the central figure in thg immune system: 1tt‘ 1:
involved with macrophages in recognizing anngBen 12;11((1 ;;.ll:soh ;};zz zce
ing i s ic T cells, on the B cells (whic
controlling influence on cytotoxic ,on’ :
antibodiesg) and in particular on the activation of macrophages legg
are important in the elimination of several mportant orgams.m.s. AL
is not the total breakdown of the body’s immune system: it nxs ¢
breakdown of some very key elements, especxatlly the helper ce .shant
the macrophages, other cells remaining broadly intact, although withou

T-cell control.

HTLV I ENCEPHALOPATHY

i . 1 ceimcn meinbmann Fae
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This progressive neurological disease, estimated to occur in 25-50% of
AIDS patients, also occurs to some extent (yet to be determined) ip
people who do not have full-blown immunodeficiency; this observation
has an important bearing on our perception of the long-term effects of
HTLV I infection. Once again, it is probable that the target cells in
the brain are T4 antigen-bearing cells, possibly microglia.

Conclusions

Laboratory studies, for instance in mice, can provide much basic infor
mation about the immune system. Nevertheless, it is only by the study
of man that we can determine the true function of the immune system
and how it behaves both when it is impaired and when it is not.
Ultimately we have to remember that what happens in mice is inter-
esting, but what happens in man is vital,
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exually Transmitted Disease: Clinical
erspectives and Control

ICHAEL W. ADLER

he Middlesex Hospital Medical School, London, UK

In the previous chapter (Chapter 8) Dr Pinching mentioned the spec-

trum of infection that we see in people with HTLV III disease. At one

‘end of this spectrum there is acute infection with HTLV III, from

which a proportion of patients recover while the rest Se;/clgp Cg;;g;:
infection. Again, a proportion of the 1att§r recover and the xemo fer
develop end-stage disease, which can manifest itself in tumc;}urts, ppw -
tunistic infections or possibly other severe 'phenomena :j 1a 'wefor !
begin to recognize as we watch the natural history of the disease

longer period.

The seroconversion illness

First, we should consider the acute phepqmenon e thp ‘serocpnverix;)tn
illness’ — and how one may encounter 1t‘m an outpatient envxxfonrr? ro:
An Australian group (Cooper et al., 1985) suggested that a seﬁ'e—
conversion illness resembling acute glandular fever occqrred vir?/] ©

quently, with manifestations of fever, sweats, myalgia, axg ra iga n;
malaise, lethargy, lymphadenopathy and sore throat. Many p gsxcom-
in the United Kingdom would feel that this is not a com.mon’}i en "

enon, but nevertheless, if a patient who is in thg h:gh-rls iro Ig
presents with this sort of illness, thep a seroconversion ﬁlne;s S f)gted
be considered. The other seroconversion iliness th?t has beep dessctr;ites
more recently, both in the United Kingdom and in the UFIS Tedde;
is acute encephalitis. The four cases that we 'dgscrxbefl with 5 1965)
and with colleagues working withAha_ernophll_iacs _((_Iarne} et al., 1983
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tability, loss of consciousness and
suggested that all these were associ

aware of, especially in the context of a sexu
clinic/department of genitourinary medicine.

Patients can be chronically infected with HTLV 11T virus and yet b
totally asymptomatic. Others have cytopenia (low blood cell counts)
constitutional symptoms, minor opportunistic  infections, lym
phadenopathy and the so-called AIDS-rel
phadenopathy in particular is being see
environment.

ally transmitted diseas

Persistent generalized lymphadenopathy

The working definition of persistent generalized |
(PGL) is as follows: enlarged lymph nodes of at lea
found in two or more non-contiguous extrainguinal
at least 3 months and not attributable to any curren
cation known to cause enlarged
involved are the anterior and
the axillary,

st 1 cm diameter,

t illness or medi-
lymph nodes. The sites that are usually
posterior cervical, the submandibular,
the supratrochlear and (although excluded by definition)
the inguinal nodes. Other sites also may be affected and about one-
third of patients with PGL also have associated splenomegaly.

The first problem is that, when one sees a homosexual man in a
department of genitourinary medicine, it is only too easy to assume
that he has PGL, and to forget basic medicine. In dealing with young
people, one must remember that there is a substantial differential
diagnosis in relation to lymphadenopathy. Diagnoses as diverse as
Epstein-Barr Virus (EBV) or cytomegalovirus (CMV) infection, syph-
ilis and malignancy must be considered. Any young person may present
with a lymphoma and must be examined and investigated in exactly
the same way as anyone else who is not in a high-risk group; lymph
node biopsy therefore may be required.

The natural history of PGL is still unfolding and a number of pro-
spective studies are being undertaken (Table 9.1). In Mathur-Wagh’s
series (Mathur-Wagh et g/, 1984) the median follow-up of patients with
PGL was 22 months; 19% of these patients subsequently developed
AIDS. In another American study (Metroka), this figure was 17%: in
Abrams’ group, initially of 70 and subsequently of 200 patients, the
figure was 8%; our own cohort of initially 88 patients showed that 8%
developed AIDS. The range is therefore 8-19%, but the pronortion of

ated complex (ARC). Lym-
n increasingly in the STD

ymphadenopathy

sites, present for
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"bie 9.1 Persistent generalized lymphadenopathy: prospective studies
A .

Follow up AIDS Investigators
(months)
™ (%)
: 983
ian 22 8 (19) Mathur Wagh 1

hélefl lig 15 an Metroka 198)3
Longest 16 0 (0) Abrams %g;g
Longest 61 16 &) Abrams >
15 (3 - 30) 7 (8) Middlesex 1985

atients subsequently developing the end-stage digease of AIDS may
crease as'the cohorts are watched for Ionge%' periods. ADS?
What are the prognostic features of progression f'ro'm ‘PGL.tod ESR.
As discussed in Chapter 8, they include oral candldnagxs, raise . R
,cytopenia, development of herpes zoster and: paradoxmally? either 1ari
increase or a decrease in lymph node size. The I;'Atter requires ::;g g
nation; many have found that just befo're PQL patients develop : ner’
the lymph nodes undergo an involution, i.e. they bgcome sma d;
However, non-Hodgkin’s lymphoma has also been -descnbed‘ as an en’

stage phenomenon of HTLV III infection, so an increase in size may

reflect the former disease.

End-stage disease

Let us now consider end-stage disease, particularly Kaposf; sarcor'r;a
(KS). The lesions of KS can be extremely small and are th?rC ohre easi 38/
missed. The lesions can occur in sites that many gepelal physician

would not normally examine, but that those working in gemtourmart)j
medicine always look at, namely the mouth and the feet. In some ou

patients the first lesions have been on the h.ard pa}ate, S0 it is v;rly
important to look in the mouth. Ix} one patient, with tesw.ns onf i
feet, the initial diagnosis was of tinea, but more careful inspectio

the sole. o '
re\&zzlxiigKfSroorg Kaposi’s sarcoma to the ogportunisnc mfectxolx;s. a?
mentioned in Chapter 8, the lung may“be involved by a n’um er o
such infections, e.g. Pneumocystis carimz., CMV and myco.bact.erx:?[—.—w
as well as fungal infections such as candidiasis an@ asp.er.glllo;ms. ) llZ
important to realize that patients with 'Pneumocystzs carinii l;;nwmo S
(PCP) may present as out-patients W}thout appearing to e \l/?ryh t
Thev mav present with an insidious illness and with a normal ches
WITN0841029_0051
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nsidered. Finally, a word of warning: the cen?ral nervous systfemg
3 Coes iratory system and the gut have been mentioned, and a iatlend
‘Zyr tgerefore present with headache, shortness of breath an
1

Table 9.2 Clinical and laboratory features at presentation — patients witﬁ
Preumocystis carinii pneumonia (PCP) (from Kovacs et al., 1984) '

| . ' i anxiety: we see more
e Paidipg Patients with iarrhoea. These are the classic symptoms of amfxet);l w See ore
Aps cttions e atients presenting with these symptoms who.do not have DS but
(N = 46) infec(t;;?us %S;aseg 6111:) are anxious about AIDS, than we see patients that really do hav
(%) (%) ue end-stage disease.

Fever, chills, dyspnoea,

cough, sputum, chest pain No difference PREMATURE MORTALITY
Median duration (days) 28 5 V had to orientate them
Percentage with temperatures = 38-0°C 76 92 : s : i medicine have had to orient: Sm-
Median x%aspiratory rate/min 24 26 Those working in s m)tl'lerrl:tlsa ra);e dying. Until recently, every Appoint-
Chest radiographs (bilateral, unilateral, selves to the fact that pati iewing junior staff would always ask the
no infiltrations) No difference ments Committee when interviewing J‘f“ 4 itourinary medicine?”.
Blood gas values (mmHg) traditional question ‘Why do you .want to do genito ke whe
Room air arterial O, tension 69 52 The stock answer was ‘I would like to work with young peop
Alveolar arterial O, gradient 41 59

et better’. That, of course, is changing. The mediar? survival fron;/ S;E
%‘me of the initial diagnosis of Kaposi’s sarcoma in one New ‘
steries was 31 months, for PCP, 9 months, and for ?\3}1,) gther ogcn’lt););t

tic infecti i hat time. Thus, / isap
unistic infection, survival was half t '

;ggtlzr in causing premature death in young people —; Sy(;a(;ior/s (l)rf %t]grlstlssl
i has been an increase o o
life lost. In New York there : ¥ able 0.3

ality between 1982 and 1984 (Ta .
a cause of premature mortality : o
i ture mortality was caused by

The second largest increase in prema e o ol

ia and influenza and hidden in that statistic 1ay ‘ !

\}Zirif)ug:z/?ilizd from PCP and who have not been recognized as having

AIDS.

radiograph. Table 9.2 shows an American series which compares pati-
ents with PCP who did have AIDS, with those with PCP and other
immune deficiency disorders. The median duration of symptoms before
diagnosis was established in patients with PCP and AIDS was one
month, compared with 5 days in the other patients. It should be
emphasized that PCP can be a very insidious illness which is easily
missed in a busy out-patient clinic when it occurs without acute
dyspnoea and without signs of decompensation.

The central nervous system may be involved, with viral infections
such as CMV giving rise to a meningitis-like picture. In addition, an
encephalitis may be associated with herpes or fungal infections. Finally,
patients in the high-risk groups may present with focal signs such as a
hemiplegia, a monoplegia or a grand mal fit, all of which could be due
to cerebral toxoplasmosis.

ial li PLL) before age 65 years, and changes
9.3 Years of potential life lost (Y ©
;Il;al')Yl;LL. New York City, 1984. MMWR (1985) 34, 669671

In the gut, the most frequently seen organisms are Cryptosporidium YPLL Change in YELL
and Candida. Cryptosporidiosis is manifest as a high-volume diarrhoea Cause of death from 1982 (%)
which is extremely difficult to control. Candidiasis may involve the 14
entire gastrointestinal tract and, in particular, cause retrosternal pain Homicide and suicide ﬂ 288 -
and dysphagia. Many who work in departments of genitourinary medi- Heart disease 33 900 +5
cine see herpes proctitis in homosexual men. Unlike the insidious PCP, Malignant neoplasm >4 400 +510
recurrent herpes in patients with AIDS is very virulent indeed and AIDS o b osis 18 700 -3
similar to that of a primary attack. In this situation, treatment with gl;zsénexitiswer disease and cirrhosis 11) 500 ;éz
acyclovir for the recurrence, or even prophylactic treatment, is indi- Pneumonia and influenza Z’ggg +14
cated. Cerebrovascular disease -

Patients may present in the out-patient department with a nvrexia nf WITNO0841029_0052
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Prevention and centrol of HTLV III infection

SURVEILLANCE

The first element of prevention and control is to have good surveillance
Unless one has this, one has very little idea of how the disease pro
gresses in the community, and whether the control

to go into the community and to sample both high-risk and low-ris

groups of the population at regular intervals. Thus we would sample

people coming to departments of genitourinary medicine, to antenatal
clinics and to general practices, as well as intravenous drug abusers and

prostitutes. In this way we would know more about the prevalence of -
through such ‘outreach’ monitoring -

the virus and its spread. It is only
that we will be able to control this disease and will
measure of the epidemic and its control.

In common with other groups, we have monitored what is happening
in our (albeit atypical) population at the Middlesex Hospital in London.
In March 1982 for one week we assessed the prevalence rate in a
random sample of homosexual men coming to the Department of
Genito-Urinary Medicine; the prevalence of anti-HTLV I was 3-7%.
Two years later, in March 1984, we had shown a fivefold increase in
that antibody prevalence, to about 21%. This rise is similar to, but
slower than, that in San Francisco where, in 1978, there was a preva-
lence of about 1% which had increased by 1980 to over 20% and in
1984 was virtually 70%. In London, therefore, we are 2-3 years behind
San Francisco in terms of prevalence in this particular high-risk group.
The prevalence is also increasing in other high-risk groups. The high
prevalence in Edinburgh drug addicts is reflected in high prevalence
rates among drug addicts in the rest of Europe. For example, there
are very high rates in drug addicts in Switzerland (about 40%), in Spain
(about 40%), and there is a report from Southern Italy that in the last

four years the prevalence has increased in drug addicts from 6% to
75%.

have an accurate

COUNSELLING AND HEALTH EDUCATION

The second element of control must be through counselling and health
education. Given that we are discussing a disease for which at present

there is no cure, it is quite clear that this element is going to form the
cormercetana nf fnntent Yo oL . . . . R

measures are having
any effect. However, the surveillance and monitoring that is carried

out in the United Kingdom is currently far too passive and what is
required is a much more aggressive form of surveillance that allows us

87
high-risk and low-risk populations, and also high-

itooagfarg(s)snf (t)iigt cfrren'dy are in low-risk areas. It coulq be grgued

tptopspend vast amounts of money on health edugatlon in San
4 isco or London, where there may be virtual saturation of a h]gh—
;rincroup is inappropriate and that money might better be spent in
wgastle: or in Sheffield, or in Scotland, wbere the prevalefnce ?m?g.g
igh-risk groups may now be very low but is expected to rise. To dlS
d. the media must be encouraged to help. Already theyt havg made
nsiigniﬁcant contribution to the control of AIDS by disseminating
aformation about the disease, thus encouraging those in the gagl COH;;;
qunity to alter their life-style. For example, the Orate of g(;)nor.r Qei »
atients at the Middlesex Hospital was about 16% at the egmmnTelrs
982, but fell significantly throughout 198.’:3 and the first threehquar s
f 1983, as the media became intere.sted in .AIDS. Perh.aps t ef[g wa
o true causal relationship but it is interesting that, as mforma' ion _x—s
isseminated — through the media or through health edgcgtlon N
_there is a fall in the rate of surrogate measures‘of sexgal actx;luty (flfgd
as rates of gonorrhoea and syphilis). C{ay.men, in particular, have tri
to be very responsible in altering their life-style.

Sexually Transmitted Disease

' SCREENING

The next element of control is screening. Spreenipg of mdmduéi]s w:w
donate blood is now universal in the United Kingdom (seg 1 ap tesr
10). Screening of other individuals is very hotly debated by viro pdglseé
clinicians and epidemiologists. People who have. not fuliy’cc?rm eihe
the consequences of screening for HTLV III see it as the panacea,_no.
way to control everything. Certainly_, therc? are advantages to .screel(lil OOI;
it allows people to know what their aptl—H TLv 11 stat,us is, an'bl
that basis to have a very positive commitment to health, an.d, possxT ﬁle,
to alter their behaviour. The cons, however, must be considere - 1
first relates to the basic epidemiological tenet, thajc one scregns (ﬁn })i
for a disease of which one understands t_he natural history gnc} inw 1cd
one can intervene. Screening for carcinoma of the cervix llS a 1g(})1(')5-
example of effective screening because we gnde.lfstand the nlatura 1h
tory of this disease and can stop it progressing if we act early eﬁo?%;/ é
With HTLV III disease we do not yet have any therapyZ so that ;
cannot alter the possible progression of an antzbody~posnt1veT;;atle?S
through the spectrum of infection and deyeiopmept.of AIDS. dez:i hy
very considerable psychological and social morbidity assoi;altg ith
knowing that one is antibody positive (see Chapters 1§ an ).I 5
becoming increasingly difficult for anti-HTLV Hl-positive people
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houses, not because they have AIDS but because they are antibody
positive. Not only have they been ostracized, but some have lost their
jobs, again, not because they have AIDS but because of the result of
a laboratory test. There is a move by certain groups in the medical

profession to screen everyone, for instance, who needs a surgical oper-

ation, as part of the routine investigation. It is my view that it is not
ethical to screen anyone for anti-HTLV III without first seeking their

permission, because the implications of a positive test are so con-
siderable.

PROTECTION OF HEALTH CARE STAFF

The final aspect of control is that health care staff must be protected.
The original United Kingdom guidelines devised by the Advisory Com-
mittee on Dangerous Pathogens were very unrealistic, but I am sure
that good sense will now prevail in their revision.

Cost of implementation of control measures

How do we actually manage to put all those arms of control into effect?
We can succeed only if resources are available for the following needs,
On an in-patient basis one needs dedicated staff working with dedicated
equipment. On an out-patient basis one obviously needs additional
staff and equipment for diagnosis and follow-up, and for counselling
and education. It should not be forgotten that on an out-patient basis
we are still working with the backdrop of an increasing workload before
the advent of AIDS. In the last 15 years there has been a fourfold
increase in the number of cases coming to departments of genitourinary
medicine in the United Kingdom.

Table 9.4 shows the cost of such treatment at the Middlesex Hospital.
Just under £0-5 million revenue and £360 000 for capital equipment are

Table 9.4 Total revenue and capital costs for HTLV III infection

Service Revenue Capital
(£7000s) (£7000s)
In-patient services 113-5 41-3
Out-patient services 1414 1750
Pathology laboratory services 169-8 120-3

Dental hospital services 40-0 25-0

Sexually Transmitted Disease 89

ceded in our area of London to care for people with AIDS and HTLV

IIT positivity in one year. It is only through these additional resources

at we will be able to control HTLV IH.infection. This cgg@apg 131
ased on hospital services and has not_taken mtf) accoun.t thg: a '1t1§nian
osts involved in community care, in exteqswe momtorml%, ?rihese
ecalth education and public information. It is only when all o

clements come together that we can hope to get reasonable control of

Carng, C.A., TEDDER, R.S., SmiTH, A. er al. (1985). Acute encephalopathy

coincident with seroconversion for anti~}-¥'{llé\é’él)IIALa;;ci Il% Sli()@é;éggi,s
3 A., GoLp, 1., MaCLEAN, P. er al. 5). Acu ‘ .
Cooii}f{écgon: definition of a clinical illness associated with seroconversion.
Kov;fggw?zi’ SBP;];SATSNL J.W., MACHER, A M. et al. (19?4). Pn.eugzgci:itis
inii pne ia:a i i ith the acquired immu-
1 monia; a comparison between patxepts wit > acqui

fuaor(;zgc‘;:r?gy syndrome and patients with other immunodeficiencies. Annals

dicine 100, 663-671. o
MAT}Z{JI{7§’ZEGP§ A/I[Je ,ICENLOW, R.W., SpiGLAND, 1. et al. .(1984). Longxfudma?
study of persistent generalized lymphadenopathy in horpo}sg;;awgéen.

relation to acquired immunodeficiency syndrome. Lancet i, -1038.
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he Blood Transfusion Service in the

aroLD H. GUNSON

Regional Blood Transfusion Centre, Plymouth Grove, Manchester,
MI3 9LL, UK

Introduction

There is convincing evidence from studies involving donor-recipient
pairs that the HTLV II/LAV virus can be transmitted by the trans-
fusion of infected blood and blood products (Feorino et al., 1984, 1985;
Jaffe et al., 1985). The first case of transfusion-associated AIDS was
reported in an infant transfused in 1982 (Ammann ez al., 1983) and up
to August 1985, 194 cases had been reported to the Centers for Disease
Control in Atlanta, USA (Peterman et al., 1985). In the USA approxi-
mately three million transfusions are performed each year so that
the incidence of disease following transfusion is low; however, the
transmission of the virus may be much higher and with the long incu-
bation period for AIDS it may still present a significant problem for
the future.

Although the comparable figure for the UK is five cases, two of
whom have received their transfusions abroad, the Blood Transfusion
Service (BTS) in the United Kingdom can not be complacent with
respect to the transmission of the AIDS virus from the transfusion of
red cells, and products manufactured at Regional Transfusion Centres
(RTCs). Such products, of course, cannot be heat-treated in the manner
found to be satisfactory for fractionated coagulation factor products
and albumin.

Discouragement of unsuitable donors

An immediate priority for the BTS was to discourage those donors
who belonged to groups of people who were particularly susceptible to
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have many different partners, drug addicts (male and female) usin:
injections, and sexual contacts of persons suffering from AIDS. At thi;

been exposed to the causative virus.

In September 1983, the Department of Health and Social Security
issued a pamphlet which was distributed to potential blood donors and|
coincidentally, a health education campaign was undertaken which

stressed the dangers of the transmission of disease,

During 1984, the causative virus for AIDS was recognized as the
retrovirus termed ‘human T-cell lymphotropic virus, Type III, (HTLV
Iy or ‘lymphadenopathy-associated virus (LAV)" (Barre-Sinoussi er
al., 1983; Popovic et al., 1984) and a significant correlation between
the antibody developed to HTLV III/LAYV with patients suffering from
AIDS was found (Sarngadharan er al., 1984). Various commercial
companies began the process of developing a suitable screening test for
anti-HTLV III/LAV and the first test systems became available in

March 1985.

As further information became available about AIDS, it was necess-

ary in January 1985 to issue a second leaflet to blood donors with g
widened range of persons at risk from AIDS, including practising
homosexual and bisexual men, both male and female drug abusers who
inject drugs, and sexual contacts of people in these groups. It was
stated that AIDS had also occurred in a number of haemophilic patients
treated with blood products, and that there was evidence that those
people who had lived in Haiti or Central Africa, particularly Zaire and
Chad, may be at risk.

Persons in these risk groups were requested not to donate blood.
Positive action was taken by ensuring that each potential donor received
a copy of the second leaflet; they were asked before donation whether
they had read this leaflet. By 1985 there was evidence that certain
donors were under the impression that they might develop AIDS by
giving blood and, in order to counter this potential for reduction in
donor recruitment, a statement that infection of donors in this way was
not possible was included within the leaflet,

Screening tests — preliminary considerations

It would have been reasonable to expect that when the test for the
detection of anti-HTLV II/LAV was available, problems for the BTS
throughout the world would be greatly reduced, as the elimination of
potentially infectious donations could be achieved. In the event, the
advent of ELISA screening tests for anti-HTLV TI/T AV an hlaad

time, of course, there was no screening test to detect persons who had
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:Several aspects of the use of the screening tests had to be.cgpsidered.
hese included (1) the specificity, sensitivity and repr_odumbxh'ty of the
st; (2) the possibility of false negative tests, and (3) information given

blood donors.

PECIFICITY, SENSITIVITY AND REPRODUCIBILITY OF THE

Development of the ELISA test for anti-HTLV. /LAY Wa; ca;rlzg
out ‘in the USA initially, and the ﬁrs.t tests l.xclze‘nsed by t e'ﬁc?

and Drug Administration had impressive sensitivity and speci C1t‘y.
gznsitivity was between 93% and 99% and specificity was greater '?;j\r/l
99%. It must be stressed that at this time the prevalencg of ar;}tx-H Y
II/LAYV in the donor population was u;}knoxvn b.ut previous t eéogreglgco/
estimates, based on a prevalence of 1 in 1090, indicated that Tt've(;
of all repeatedly positive donations were likely to be false positi

Osterholm er al., 1985). .
( Concern was expressed on two counts by several major blood centres

in the USA: first, that the withdrawal of the positive anti-HTLV

JII/LAV-reactive donations would actually lead to blood shortages and

how, under such circumstances, donors c0u~ld be advised propelrcffy \;Vl(t)};
respect to their future life-style. Secqndly, it was felt that the effec o
donor recruitment could be serious; if potential dopors wer.elaviari o
a significant false-positive rate ;)r; thé: tests, some might be reluctan

/ to donate their blood. ‘
Co?zewfssn;r?‘lrsortam, therefore, that highly §peciﬁc conﬁr.matory teics
should be available within a relatively short time after. ;outln? screeni tg
of blood donations was undertaken, so that false positive reactl\;e tc}:]s s
on donors could be identified and the donor recalled f?r a ur_ttA er
donation. Critics of this policy who argued that, at least, posi‘n;
reacting donations could be eliminated, did not recognize t‘ne. prauff 1cm
problems involved in the avoidance of further blood collect.lc.)ns ;0.
donors, without advising them of the reasons for not requiring their

blood donations in the future.

THE POSSIBILITY OF FALSE NEGATIVE ANTI-HTLV III/LAV
TESTS

Despite the publicity by the BTS to discourage persons in hxgh»rl§k
groups from presenting as donors, it was feared that some persons in
b 13 - - z

Amamvemualinend e d Aanmeaer
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forming the screening tests, there was the danger that a false necative:
g ;

result could be obtained from an infectious donor. Obviously, thi

yvould have made the safety of blood donations less secure. It wag
1mp0rtant, therefore, to ensure that alternative test venues were made‘
available for persons, other than blood donors, who wished to know:

their anti-HTLV III/LAV status.

INFORMATION GIVEN TO BLOOD DONORS

Many.tests are carried out on blood donations: these include blood
grouping, antibody investigations and tests for hepatitis B surface anti-
gen and syphilis. These tests have been recognized by the profession
as necessary and donors have been aware, before donation that tests
were carried out on their blood, although they were not iriformed of
the exact nature of such tests. However, the significance for the donor
of a Ppositive anti-HTLV III/LAV result was such that it was agreed
tpat It was essential that the donor should be informed that this par-
ticular test was to be performed on their donation, and that their
agreement should be sought before their donation. This has been
achx.e_ved in the UK by issuing a third leaflet in September 1985. In
addition to the previous requests to donors in high-risk groups to reféain
from donating blood, donors were informed that their blood would be
test§d for the antibody to AIDS and that they would be asked at
Sessions to agree to this test being performed; permission subsequentl
is obtained by asking the donor to sign a statement indicating his ,
her consent. e

.It was recognized that concern that the test was to be performed
mlghf discourage some persons from donating, and that the effect on
recruitment would have to be observed closely.

Prerequisites for introduction of tests

Du.rmg the peri(?d March-October 1985, successive events took place
which were considered to be essential prerequisites for the introduction

rc;i the screening tests into the Blood Transfusion Services of the UK
us: .

1. Ar} evaluation of the available test systems for anti-HTLV III scre-
ening was undert_aken by the Public Health Service Central Lab-
matory, From this, three tests emerged as the most suitahle for
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Of these three, two test systems — Organon Teknika and Burroughs-
‘Wellcome — were subjected to an evaluation within the BTS at the
Manchester and Edgware RTCs. This study gave several interesting
results but is still in progress, so detailed data cannot yet be
presented. However, it was found that both tests were suitable for
use in RTCs.

Arrangements were made with the Public Health Laboratory Service
(PHLS) for the performance of confirmatory tests on repeatable
positive reactors found by anti-HTLV III/LAYV screening of blood
donations (see also Chapter 5).

. It was agreed that the initial counselling of blood donors whose
confirmatory test was positive would be carried out by senior medical
staff in RTCs and these persons attended training courses at St
Mary’s Hospital, Paddington, London.

'5. Alternative testing venues were established by Regional Health

Authorities so that tests were available for members of the public
other than blood donors.

6. A training programme for the scientific and technical staff in RTCs
was started, so that on the nominated day (14 October 1985) all
Centres began routine testing of all blood donations.

Experience with the Organon Teknika test

Of the 21 Centres where anti-HTLV II/LAV screening of blood
donations was being performed, initially 16 elected to use the Bur-
roughs-Wellcome test and five the Organon Teknika test. Before pre-
senting a summary of the results for the UK from the first 3 months
of testing, it is useful to review briefly the experiences obtained using
the Organon Teknika test at the Manchester Centre during this period.

The manufacturer provides control antisera which are used to cal-
culate the cut-off value for each micro-titre plate of 90 test sera.
Although most donor sera give optical density (OD) values significantly
below the cut-off value, with an occasional result clearly above, others
may give OD values below the cut-off but clearly higher than the values
of the majority of negative results. A ‘low positive’ control supplied by
the Central Laboratory of the PHLS gave OD values close to the
manufacturer’s cut-off value; on some plates this was above and on
others below the cut-off.

Because it was known that this serum contained anti-HTLV III, it
seemed prudent to regard certain results — where the OD was less
than that of the cut-off value — as equivocal, as on repeat testing a

e tinm Af thacn wiara fannd ta ha nacitiva 1 a oivina an NN valnes
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Table 10.1  Analysis of equivocal results* obtained using the Organon Tekniky
testt at Manchester Regional Transfusion Centre

Percentage of the Initial Repeat test results :
optical density equivocal e
value of the results

cut-off ———

Equivocal Positive Negative

(No.) (%)t (No) (%)§ (No.) (%)§ (No) (%)§

S

50 198 50 45+ 23 14 7 139 70
51-60 66 17 24 36 8§ 12 34 52
61-70 53 13 15 28 4 8 34 64
71-80 42 11 16 38 6 14 20 48 .
81-90 23 6 8 34 5 22 10 43
91-100 14 4 6 43 0 8 57

* Total no. of equivocal results = 396 (1-18%)

T Total no. of tests = 33 608

% Percentage of total initial equivocals (396)

§ Percentage of total initial equivocals at this cut-off level

results obtained in the performance of 33608 tests, divided into 10%
steps to an OD value of 50% below that of the cut-off. It can be seen
that the number of equivocal results increases, the further the OD
values are from the cut-off; nevertheless, even at the 50% level, on
repeat tests 7% of the results were found to be positive. The percentage
of tests which were either positive or equivocal on repeat testing tends
to rise, the nearer the initial result was to the cut-off value.

If one accepted that coriﬁrmatory tests should be performed on those
151 of the 396 units of blood that were found to be either positive or
equivocal on repeat tests, this would mean that almost 0-5% of the
total blood collected would have to be quarantined. This is in addition
to those units found to be positive on the initial screen and subsequently
repeatably positive. Not only does this create a considerable workload,
but wastage is caused with short-dated products such as platelet con-
centrates. Dr J. Craske of the Manchester PHLS carried out con-
firmatory tests on over 300 of these equivocal results and found them
to be uniformly negative. It was concluded, therefore, that these were
not true positives and a value of less than 20% of the cut-off was
chosen to define an equivocal result, as this covered the majority of
the results obtained with the PHLS ‘low positive’ control serum.

There was a batch variation in the finding of positive and equivocal
results, as shown in Table 10.2 where the number of tests found to he
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i 10.2 Positive and equivocal results of initial Sc‘reening at Manchester
if)nai' Transfusion Centre, using the Organon Teknika test

No. tested Positive Equivoca i

(No.) (%) (No.) (%)

0-04

7509 3 0-04 3

7201 15 0-21 10 0-14
5728 22 0-38 6 0-18
7246 14 0-19 7 0-1
5924 34 0-57 11 0-19
563 2 0-36 1 0-18
34171 90+ 0-26 38 0-11

Defined as within 20% of the cu'tioff value
One subsequently confirmed positive

six batches used. A smaller variation in the equivocal results was
observed. Of the 90 initial positives, only one was confirmed.

THE BURROUGHS-WELLCOME TEST

Experience with the Burroughs-Wellcome test has been morebllmlxte(i
at the Manchester RTC and comments on possible dlfferegces etwetil
batches cannot be made. However, using a value Qf 10 /u'above. te
cut-off value to define an equivocal result, a proportion of repeat li; S
have proved to be positive. The findings described w1th rf:spect t(o ' Z
Organon Teknika test, therefore, are not confined to it dli?;:a,d?ests
degree of variation has to be expected with the current E

for anti-HTLV III/LAV.

Routine testing in the UK: the first 3 months

An analysis of the anti-HTLV II/LAV tests carried outsgn 1;1100d
donations throughout the UK to the end Qf December 198.. is sfox;/ln
in Table 10.3. This has been compiled with the co-operation 0 :1 e
Regional Transfusion Directors who have sent their results 10t 1::
Manchester RTC for collation. It can be seen that many more tests
have been carried out using the Burroughs—WeHc-OYn'e kit thar} usxgg
the Organon Teknika kit and, with this test, on initial screening t e
tmtal anmhar Af nncitiva and eanivacal reanlte decreased durine the
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Table 10.3  Analysis of anti-HTLV I test results for the UK, 14 October-3
December 1985

Test kit

Results Month
October November December
Burroughs- Total tests 140 351 162 279 147 031
Wellcome Positive/equivocal 1878 (1:3%) 925 (0-57%) 355 (0-24%)
Repeatable 20 (0-014%) 20 (0-012%) 18 (0-01%
positive/equivocal
Organon Total tests 50 207 48 816 45 830
Teknika Positive/cquivocal 221 (0-44%) 336 (0-69%) 204 (0-44%)
Repeatable 54 (0-1%) 81 (0-16% 26 (0-06%)
positive/equivocal
Combined total tests 190 558 211 095 192 861
Confirmed positives* 3 3 7

* 13 confirmed positives in 594 514 tests, i.c. 0-002% (1 in 45 731)

for this: it may be that, with time, experience in performing the test
has increased, leading to better definition of results; alternatively, the
difference may be related to batch number although this could not be
proved as a large number of batches are involved. In addition, changes
in the cut-off value were made by the manufacturer during this period.

With the Organon Teknika test, the percentage of positive and
equivocal results did not change markedly during the 3-month period.

Despite the changes in the percentage of initial positive or equivocal
results with the Burroughs-Wellcome test, the percentage of repeatable
positive/equivocal results has remained similar in the 3 months. The
number of repeatable positive/equivocal results with the Organon test
is more variable and consistently higher than with the Wellcome test.
This may be explained, at least in part, by the fact that the Organon
Teknika test will give repeatable positives with anti-lymphocytic anti-
bodies which are not detected by the Wellcome test.

Thirteen positive results have been confirmed, giving an overall
incidence in the UK of 0-002% or I in 45731 » although there are regional
differences. Three of the 13 confirmed positives (i.e. 23%) were
detected by the Organon Teknika test, which correlates reasonably
well with the proportion of the total donations tested with this system
(i.e. 32%). At the initial interview, at least 10 of the 13 donors with
confirmed positive tests were found to fall into recognized high-risk
groups and one was a donor from sub-Saharan Africa. The frequency
of positive results is much lower than that reported from the USA;

Schorr et al. (1985) reported that in screening 1-028 million American
Red Mrnce land o . .
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s 1-0%, repeat positives 0-17% and the proojecte‘d };revale?;(? to‘f"
firmed positives by Western blot was 0:038./0 (1. in 2600). B 1rly
“of the first 41 donors interviewed were 1‘n.h1g.h-r1.sk gro.ups}; L,I%(Xl
that the prevalence of HTLV III infectivity is higher in the US
i the UK; a recent report estimates that there may be 1_~7 million
:a];t;nin the UéA who have been exposed to the virus, including 64000
?;tl belonging to an identified risk group A(Sivak and Worm_seri 198f5)k
haps, also, our publicity designed to discourage donors in hlgh—nsf
o Ek’aas been particularly effective, as well as the availability o
;t(:al;gative test sites so that people can obtain anti-HTLV III/LAY tests
i i te blood.
’lih'orl:itsg?zl?};gatt(;lsslfnti-HTLV III/LAYV testing is includpd as one 9f
our ioutine screening tests for blood donations, everyone is reheveid 1r;
hat we recognize that we are doing our uttnpst to secure a ?lu}.)p y zt
blood and products from RTCs with the maximum safejy wzlt z gsrli)ecf
to the transmission of the AIDS—r.elaFed virus. The introduc 1bo o
testing has not, apparently, had a significant effect on the nc;kir}xl a:t >
donors coming forward to give blood. Donoys can be a_ss?)re e
positive result is found on their blood donation t}iey wﬂl‘ e trea -
a confidential and sympathetic manner, anq will be gwe; as fmgion
help as possible by the Senior Medical Staff in the Blood Transfus

Service.
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:p[easures and pains of living with haemophilia. To the uninitiated the
choice of the word ‘pleasures’ may have seemed strange then; with the
advent of AIDS it probably seems even stranger now. Yet haemophilia
still carries with it many of the attributes most highly prized by mankind.
Among them are courage, gentleness and determination, three qualities
that help people face and overcome an ever-present threat of dis-
ablement and death.

The disorder

Haemophilia is an inherited disorder in which one of the clotting
ingredients is either deficient or absent from the blood. In classical
haemophilia or haemophilia A this ingredient is called factor VIII. In
haemophilia B or Christmas disease, named after the first patient
described, factor IX is affected. The severity of these two forms of
haemophilia is variable, so that while within the United Kingdom there
are some 5000 people with haemophilia, only 2000 have the condition
in its severest form.

Both factor VIII and factor IX are normally produced in the liver
through genetic instructions inherited from the parents. Because these
instructions are found on the X chromosome, females (with two X
chromosomes and therefore duplicate sets) do not suffer from hae-
mophilia: it is a disorder of males.

People with haemophilia bleed no faster than anybody else; the
hallmarl ~f their dicarder ic nralanced nozine often fram trivial ininrv.
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especia‘lly in childhood, are internal into joints and muscles and th
resglt 1s a very painful and crippling arthritis. Contrary to popul
belief, ha‘emophiliacs do not bleed uncontrollably from sc{atches §m:
cuts or pin-pricks: the body’s protective mechanisms for these }ﬁsult
are intact. Nor do they bleed externally any more than other peopl
nose bleeds or blood in the urine being the most usual manifestati(?nz
These observations are of fundamental importance when we come t
look at risk from spread of a blood-borne disease. The chances o
contamination of the environment and therefore of other people fro

someone with haemophilia are negligible. k

Haemophilia 103

ecause cryoprecipitate is a small-volume product it can easily be given
1 an out-patient basis and its introduction freed people from the need
be admitted to hospital for most of their treatment. In the 1950s
nd 1960s, small quantities of even more potent concentrated blood
products which had been developed in Oxford and Scandinavia were
available. In 1955 a factor VIII concentrate made from pigs’ blood was
developed. Unfortunately this product has so far not proved to be
effective over a long period, although it is of great value in the treatment
of some of the complications of haemophilia. In this country, as a result
of a government decision to allow importation of human blood products
for the first time in 1973, freeze-dried (or lyophilized) concentrate
became readily available, the products coming principally from manu-
facturers in the United States. Within the last two years the genetic
structures of both factor VIII and factor IX have been discovered, and
there is hope that within the next five years genetically engineered or
_ recombinant DNA factor VIIT and IX concentrates will be available to
the haemophilic population. Until they ‘are, the health and life of this
population is still dependent entirely on the donation of human plasma.
Without the help of donors, haemophiliacs are lost. It is vital to them,
and of course to countless others, that healthy donors continue to come
forward from the community. Donors must be continually reassured,
beyond question, that there is no risk of contracting any disease, let
alone AIDS, by donating their blood or plasma.

The treatment

Haemophilia has recently been cured, but only by liver transplant —
not a procedure to be undertaken lightly. There is, however, con-
siderable hope for more appropriate cures, perhaps with easier ,trans- '
plant techniques or with genetic manipulation. However, these are
g_oals for the future. At present, haemophilia may be tr’eated very
mmpl}f apd very effectively. All that is required is the replacement 0);
the missing factor, either when a bleed is occurring or in anticipation ’
of bleeding — the practice of prophylaxis. Recurrent treatment is
necessary t?ccatlse the life of the clotting factor in the bloodstream. and
th_ert‘afore its usefulness, is finite. About half the activity disap’ears
w1thlp 12 hours and this loss is speeded up during bleeding. b

. Thirty years ago the only treatment available to most patients was
tres}_ﬂy donated blood or plasma, or fresh frozen plasma (Table 11.1)
b}lt in 1964 a way of concentrating the factor VIII in human blood st’
discqvgred near San Francisco, and the resulting product, cryo-
precipitate, revolutionized the lives of people with haem:)philia

Viral contamination of donated blood

In order to make clotting factor concentrate, up to 30000 donations of
plasma may be used. The more refined the product, the greater the
loss of biological activity occurring during manufacture, and thus the
more source material needed and the greater the likelihood of viral
contamination. The commonest complication of this massive exposure
is viral hepatitis, and abnormal liver function tests and cases of cirrhosis
are seen in every haemophilic population studied. However, when in
July 1982 the Centers for Disease Control reported unusual oppor-
tunistic infections in three men with haemophilia, the possibility of a

Table 11.1 Blood products for treatment of haemophilia

Product

When available

Fresh whole blood
Fresh plasma

Fres z as
Crzgo};) :é::)il;i?agdsma Before 1964 viral aetiology was thought less likely than an immune response to the
Lyophilized concentrates 1964 ((anardsw constant barrage of extraneous denatured protein involved in treat-
Heat-treated concentrates %é;g ment. However, in December 1982 the first case that linked AIDS and
EQ:é?glbf:ncflgﬁtes)'ﬁ o (1955) blood transfusion directly was reported and this, together with further
an A concentrates)t (7) reports of AIDS in haemophiliacs, proved without doubt that the
disease appearing in haemophilia was essentially the same as that

£ P A O i 4
Not a generally viable alternative

© Not ver availabl. affecting the other risk groups.
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Table 11.2  Anti-HTLV III status of haemophiliacs in the UK (courtesy
UK Haemophilia Centre Directors)

Anti-HTLV 111

No. positive
Haemophilia type and severity tested (No.) (%)
Haemophilia A, all severities 2025 8§96 44
Haemopbhilia A, severe 1268 752 59
Haemophilia B 324 20 6
von Willebrand’s disease 215 11 5

tested a substantial proportion of the haemophilic population of the
UK. Their results show that overall 44% of the people with haemophilia
A are anti-HTLV III positive (Table 11.2); this figure rises to 59% in

the severely affected population. The percentage of infected people
remains low in those with haemophilia B, or von Willebrand’s disease,
another (usually mild) bleeding disorder. In these disorders the per-
centage affected lies between 5% and 6%,

In this country it is usual to treat small children with cryoprecipitate
collected from volunteer donors in the National Blood Transfusion
Service. As families learn when and how to treat bleeds, freeze-dried
concentrates are introduced so that children can be put on to home
therapy and do not have to come to hospital. This practice is reflected
in Table 11.3. The anti-HTLV III status of the children examined by
the Haemophilia Centre Directors is low in children below the age of
5 years (12%) and then rises through 35% for the 5-9-year-old group
to a peak of 68% in those entering their teens.

The reason for this increase is apparent in Table 1].4. Only 1% of
the anti-HTLV III positive people examined by the Directors had
received only cryoprecipitate. Ten per cent had received only National
Health Service concentrate, indicating that before individual donor

Table 11.3  Anti-HTLV III status of children with severe

haemophilia A (courtesy of UK Haemophilia Centre
Directors)

Anti-HTLV UI positive

Age (years)  No. tested (No.) (%)
<5 40 5 12
5-9 91 32 35
10-14 104 71 68
15-19 163 106 65

WITN0841029
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¢ anti-HTLV III status in UK
) Type of factor VIII therapy _and anti-HT
ab,ifo;;x.i?iacs }égourtesy of UK Haemophilia Centre Directors)

Anti-HTLV III
itive (%
of factor VIII therapy positive (%)

ype

i
ryoprecipitate s
HS concentrate only 10
ommercial concentrate only

ing A -related virus was a contaminant of our volur}te'er
bl Iébdto}l:atgzlrleilsrtee:l;. Sixty per cent of the facﬁor VIII used thhén

OOUnited Kingdom is imported from the United States, .aer the
thﬁ?d nce that this was the principal vehicle for tY}e transmission of
i]IlDeS to our haemophilic population is overwhelming.

Py

AIDS in haemophiliacs

We still do not know with precision what the future holds for (t);]u
antibody-positive haemophiliacs. Present figures suggest that the

-~ chances of developing overt AIDS lie between 1% and 5%. To date,

135 cases have been reported to CDC in the United States e}nd'll l’to
CDSC in the United Kingdom (Table 11.5). Although no child in t};e
United Kingdom has developed AIDS we will qnd(?ubtcdly se? this
happen in the near future. Within the Northern region in our popu f?}t]x_on
of pl43 multi-transfused patients we have reporteq three cases ful ling
the CDC definition of AIDS. In retrospect, and WX?D}éTI\}y I tes}t}r:\i
ili died with . We now he
a further two haemophilic men have yith ‘ S
i d within the past month. To
eport a further two cases, diagnose
Zlc;ttg pthe majority of haemophiliacs who have. developed AIDS ’have
cont§acted and died from, opportunistic infections. Thesi::i latest cfaste;se,
; f the lower jaw, and one o
however, are of lymphomas, one ¢ ; ‘ of the
esti malignancy in hae-
trointestinal tract. Thus, we are mow seeing ma '
gnazphiliacs, as well as in the other risk groups. In addition, my colleague

hae-
Table 11.5 Cases of AIDS and
mophilia known to CDC/CDSC, January

1986

USA UK
Adult 124 (10/0) 11 (40/0)
Child 11 (5%) 0
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Dr Dietrich in Los Angeles tells me that three cases of Ka

United States — one of the liver, one of the gastrointestinal
one presenting as a small skin lesion in the axilla.

Although the average incubation period from infection to devel.
opment of the fully developed syndrome is generally accepted as abouyt
29 months, recent evidence from patients infected by blood transfusion
in the United States suggests that it may be longer. For these cases;
the ‘best guess’ is currently 4 years, with a long ‘tail-off’ during which
activation of the disease by unknown co-factors may occur. Given that
a cohort of 15 of our patients have proved to be negative for anti-HTLV

III on blood samples put into store in 1982, and have sub

seroconverted to positive, we are, at best, at
now.

The efficacy of heat treatment

If we take a 60% prevalence rate from the Haemophilia Centre Dire-
ctors’ survey, we can expect about 5000 severely affected haemophiliacs
in the United States and 1200 in the United Kingdom to be anti-
HTLV Il positive (Table 11.6). These people cannot stop treating their
haemophilia, because bleeding and its complications is still the major
cause of morbidity and mortality. In the United States the appearance
of AIDS did initially cause a fall of about 20% in the amount of factor
VIII and factor IX concentrate used, and a similar phenomenon is now
occurring in this country. However, in the United States the use of
these concentrates has now returned to previous levels. In part, this is
due to confidence in the sensitivity of testing of individual blood
donations for anti-HTLV III and the exclusion of donors in the high-
risk groups, and in part it is due to the introduction of concentrates

Table 11.6 Haemophilia A: estimated numbers of patients at risk in the
United States and United Kingdom

Anti
Total Haemophilic HTLV 111
population  population Severe  positive*® AIDS % of +%
USA 218 M 20000 8000 4800 135 3
UK 54 M 5000 2000 1200 11 1

*Takino 60% nrevalancn

posi’s sarcoma
are now known in haemophiliacs without other risk factors in the

sequently
peak prevalence only
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hich have been subjected to heat during m,anufac.ture. It hasdbeet:;

n for many years that heating destroys viruses in blogd pr? uc“ :
oed lbumin, which is pasteurized and which is used principally for
ndeed,ta ent of’shock and burns, transmits neither hepatitis nor AIDS.
o ttriii r\Sas not applied to the factor concentrates before 1984 because
iisul?s in a further loss of activity and the}“efore thf: need forr mo::3
{asma and more donors, with a subsequent increase in both exposu

¥ 5 ial and cost. .

Of;lt)loi"zet(())ll‘lys S{?)teer?:rixents show that the AlDS-related virus d(?eshnot
ke heat and is readily destroyed. Most manufacturers now use hea

during the preparation of the concentrates, although chemi;agmethcéccils

’ ing studi S us
iral i ivati Iso being studied. Whatever method 1 ,
f viral inactivation are a ' :
Zomptete AIDS inactivation cannot yet be guagagtied, hen?feot:ledzr;zi
i i i le in high-risk groups fr -

us importance of discouraging people t <8

;cg) andp of continuing to check individual donations by the most

sensitive test available. Only time and careful follow-up will tell .ui h}?W
effective introduction of the more expensive heat-treated materials fcls
been. To date I know of four possible failures: three are knovgn. 0
CDC' and have been described to me by Dr 'P.et‘er Levme as 22%
probable seroconversion to anti-HTLV m posﬂ;lvxty m_oni catseio e
i ion i thers; the fourth case is abou S
ossible seroconversion in two 0 ; : ’
Eeported by Dr Breederveld from the Netherlands andhls pe;rl}(mps g}l)e
inci i i is known to be in no other nsk group,
most convincing. This patient 1s ther risk group
i ted on heat-treated material, be g
and was seronegative when star . ‘
positive after almost a year’s treatment. This takes him weli' past the
known incubation period between infection and seroc;)nverstfon. o
i to be treated, the alternatives
Given that haemophilia has 4
available lie between a reliance on heat-treated concentrate, (;inetrhztigcsi
\ : i nd tes
ith adj i type and length of heating, a :
with adjustments in terms of d
ipi ili fresh frozen plasma for min
cryoprecipitate for haemophilia A, or fres mine
blZegs inphaemophilia B. In the case of mildly or\;}n;;dgratz{y fogicat:ed
ili i i s dis ,
i i hilia A, or those with von Willebrand's .
e e o b1 is DDAVP, or Desmopressin, which
the alternative to blood product is s ! '
carries no risk whatsoever from either hepatitis or AIDS, but is useless
in severe haemophilia.

The effects of HTLV III infection on haemophiliacs

The impact of AIDS on the haemophilic popglan‘on 1184 entotrga;)ezsa
Within the past 20 years, people with haemgplnha have ear'r; Lo lea
almost normal lives: they hold down normal jobs, go to normal qu:
fallaw normal careers and participate in most sporting activities. r«
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affected children and the children have grown and thrived in healthy

competition with their non-haemophilic peers.

AIDS has changed all that. Haemophiliacs now demand a response
from the medical and para-medical professions, like that forthcoming
20 years ago when concentrates first became generally available. They
care of the highest
counselling,
They require information and advice about topics as diverse as prog-
nosis, heterosexual spread, their relationship with other risk groups
and the increasing claims of alternative medicine. And in helping them,
their carers also need help. Our nurses, social workers, physiotherapists
and laboratory workers must be protected as they mourn the Ioss of

need formal medical, dental, nursing and social
quality. They need facilities for repeated and confidential

patients well known to them for years.

Public heaith considerations

At present, the most important and positive help we can give is to
emphasize that AIDS is not spread by casual contact. People caring
for those with haemophilia, whether it be in the hospital, in the home,
in the school, in the place of work, in the swimming pool, on the sports
field or on holiday, have nothing to fear. In the many studies made of
casual medical, household and environmental contact there have been
no cases of transmission. To emphasize this we have tested 79 hospital
staff, most of them working every day with blood and many of them
working with patients with overt AIDS, and all these staff are anti-
HTLV III negative.

This, and other incontrovertible scientific evidence, has allowed the
health and education authorities in both the United States and this
country to issue guidelines about the schooling of infected children.
The draft document recently referred for discussion in the United
Kingdom by the DHSS and DES is particularly welcome because it
addresses itself both to the privacy and integrity of the individual child
and his or her family, and to all the vagaries of a boisterous and healthy
school life where parents and teachers may have questions of concern.
It is worth quoting parts of these documents, because upon them
depends in part the future of the 500 or so haemophilic children likely
to be anti-HTLV III positive in the United Kingdom, as well as their
peers born to mothers infected for other reasons:

‘Infected children should be allowed to attend school freely and be treated
in the same way as other pupils’ (UK.

WITNO841029
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‘These children should be allowed to attend school and after.—scl}ool day-
are and to be placed in a foster home in an unrestricted setting’ (USA).
ca

“Persons involved in the care and educa.tion o.f in.t‘eFted chil(cjiren‘ Tho:(lj
respect the child’s right to privacy, including maintaining confidential re
rds’ (USA). |
“The basis of any teaching (about AIDS) offered shf)uld be t'he presen(t;tstir;
of straightforward, factual information about the.\/lrus and abo:;t. mocurate
transmission of infection in order to b.alance the incomplete ar’x Sg;
impression which pupils may have gained from other sources’ ( .

It cannot be pretended that the question of conﬁdentlahhtg/ 1; ai::igz
1n easy one. School and clinic docto.rs ncefi to kngw the zglgGo y a us
f children because live vaccines, 1'ncl§1dmg polio and h‘lé m )\:v pe
angerous to them and are contra-mdlcatedf anfi those chi treri v
ymptoms of immunodeficiency are at especx.al rlsl‘? from coln ‘ac
he common infectious fevers of childhood, including measles.

Sexual transmission and counselling

One of the most distasteful aspects of the work pf thpse of us wo;l:gg
with people at risk is having to counsel that there is a risk of trar;}s.xlpa thi%
the virus sexually to loved ones. In the context of hae?mop norted
usually means heterosexual spread. In our cohort of patients rte}C)l red
in the British Medical Journal (Jones et al., 1985), we 'nf{ ;Lv 111
three female sexual partners of haemophiliacs were also ant;; v
positive. Table 11.7 shows that these three women were t e3 ?E)arexuai
of three seropositive men. We have alsq tested a further lss ual
partners who have proved to be Qegatlve although the' madeto re
positive. Nine partners of seronegative males he.we also p10\;;er 0 be
negative. Detailed investigation has shown no risk fagtors o rer han
normal vaginal intercourse in two of the three positive cases,

Table 11.7 Anti-HTLV III status of sex-
ual partners of haemophiliacs in Northern
England, February 1986

No. of
Male Female repeat tests
3+ 3+ 3
33+ 33~ 10
9-— 9~ 1
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whom have voluntarily allowed repeated testing. One of the case
fulfils the CDC criteria for AIDS and has had Preumocystis cariny

mission of the virus. These figures, although small, are in keeping wit
other studies outside Africa which suggest that there is a 10% risk of

heterosexual transmission. Because of them we have no option but to

advice will not always be heeded, indeed it would be inhuman if it was.
It is of great importance that we ensure that people who decide not to
heed it are not made to feel wrong or guilty by their decision; censure
will only add another burden to their disrupted lives.

Psychosexual aspects

Distortions that may occur in psychosexual development may be echoed
in distorted body image in these patients. Certainly, in the days before
there was effective treatment for haemophilia, severely affected patients
frequently grew to regard themselves as handicapped and, in some
cases adopted a sick role, becoming chronic invalids. Once again the
haemophiliac is in danger of falling prey to the many facets of a single
disease. He has been referred to as ‘the innocent victim’, a term I do
not personally like because the adjective ‘innocent’ implies that some-
body else is guilty, and I cannot condone differentiation by sexuality
any more than I can differentiation by race, or class, or colour, or
creed. However, there are major differences between the perception
of AIDS in the haemophilic and the gay populations. The haemopbhiliac
has to have a diagnostic label in order to receive treatment should he
be injured or need surgery. Because of this need for treatment, coupled
with the need to ensure the safety of staff dealing with blood and body
fluids, the haemophiliac’s anti-HTLV IIT status must be known. The

oav’e danicinen ¢ L. 1

, together with a lubricant. Until we know more about the disease
and also have a vaccine for their partners, those at risk have to think
carefully about having children. Such advice obviously has a very sad
and profound effect, which depends in part on the age of the patient. |
am particularly concerned about our youngsters and their psychosexual
development during adolescence, both because of the bleak future of
so-called ‘safe’, but not perhaps so enjoyable, sex and because of the
knowledge that at present both marriage and parenthood might be at
stake because of the result of a laboratory test. Not unexpectedly, our
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of course he elects to try to donate blood. Because l.)ot‘h patient
]e;s ctors know the result of the haemophiliac’s test, so WI_II.msurance
; Onies and people with a positive test now find that dec1sxo.ns‘ abq?t
mpaance E;re postponed; in other words, their chances o}f obtam;lr%;g: li ’2
. ’ A haemophiliac
t have been lost.
ce or mortgage endowmen , oh
ns'u r.jln artner will, in most cases, know that he ha‘s haemophilia .an?i
}\luthgrefore also know the results of the test; mde‘ed, there_lsac;
dical reason for the partner to know. Although this regs?n is 1
jecessary in the gay population, the decision to tell remains }zlure};
rzfintary Children Jwith haemophilia are affected and the attztulsgs 1;)3
k : i t may a
/ hools and places of employmen also |
hose who work in sc ’ ' N y aiso be
i ate the diagnosis of haemop
d, and the public now equate diag mop th
lffcec(gieagnosis of AIDS. The final vestige of conﬁdeﬁtlahty andand
‘ i it by the media — the privacy
use of an insensitive response by th :
?gi?ity of affected haemophilic families, is stripped away shortly after

isi ’s-Society to submit all cases to
_death by the decision of the Coronerg te .
gigtl?c iiquest. While I cannot, especially as the prescribing doctor,

argue against the fact that death from AIDS contracted via htaerxlr;(;ghifl:;
y i i I do question the concurren :
treatment is misadventure, : . ur need tor
ici tified so readily, those
S licity. Because they are iden ’ :
personal pub ' ntifie e
ili themselves as guinea-pig
haemophilia already perceive s for the study
i i tment of AIDS. We must try
of the epidemiology and trea . D 1y o find some
hem and their families and to compens .
way both to protect t . ; ' e Watehime
i i deliver safe therapeutic ma . chin
for our failure as a society to / : ate aiching
i S in the haemophilic popu
e advent and unfolding of AID ' :
}B\Ce watching a slow Aberfan — the engulfing of a generation because
we, as a country, did not act in time.
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hird Question Session

Dr Alex Mills, Terrence Higgins Trust: 1 would like to comment first of
il on Professor Adler’s remarks about health education and screening,
hich the Terrence Higgins Trust would like to endorse fully. The one
oint I wish to question is the prevalence of HTLV III infection in
ondon. The figures that Professor Adler quoted were from his clinic:
sould he not agree that the overall prevalence in London is probably
much lower and that therefore there is still a case for health education
in London as well as in peripheral cities such as Newcastle?

Professor Adler: 1 take all those points. I was quoting from my own
Unit and was not suggesting that one should give up health education
in London. For example, even if someone is infected with the virus
one wants to do everything that one can to stop that person going on to
develop AIDS. So, for example, co-factors such as sexually transmitted
diseases may be important, and it is vital that patients are given advice
about how they might alter their life-styles and protect themselves. It
is also important to give individuals advice on how modifications in
their life-style can protect other people from infection.

Dr Volberding: 1 realize that the question of screening for anti-
HTLV III is controversial. However, because my own feeling about
screening has changed somewhat, I would like to make one or two
points.

The initial reaction in San Francisco was very strongly against scre-
ening. However, as I thought more about that reaction I wondered if
we could not benefit by screening in some situations. By concentrating
on the social problems that arise when a test is positive, we ignore the
great reassurance provided to someone who can be told that he or she
is, in fact, negative. We find that people, including myself, are very
reassured to find out that they are antibody negative. I also think that
by merely looking at the individual consequences instead of thinking
of society as a whole, we may be missing opportunities. By focusing
on the individual test we may miss the opportunity to curtail the spread
of the disease. I am tnmkmo especially of the problem in intravenous

1 1 ' T A T Loy PR R P2 P
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Professor Adler: 1 agree, in London, where we have been debatin
the question a lot, we are coming across to that way of thinking. Th
is an evolving process of education which depends in part on th
prevalence rates in different places. .

Dr Pinching: 1 would like to add a few comments. I hope that b
getting this discussion out into the open we recognize that the questio
of screening is not as simple as many think. :

One immediate reaction is that, because this is an infectious diseas
we must isolate the source. That clearly is illogical because it does n
take account of the way in which this disease is spread. The key is th
somebody who performs an antibody test should think in advance abo
the implications of the test for the person concerned, and of what h
is trying to achieve for that individual patient. Ultimately we have a
responsibility to the patient in front of us. Of course we have a broader
public health responsibility as well and, in general, this responsibility
is in accord with the needs of the individual. Nevertheless, what may
seem superficially attractive as a public health measure may prove
devastating for a patient. We have seen too many casualties of indis-
criminate screening. Too many people have been tested without their
consent — without a full appreciation, either by them or by their
doctors, of the implications of a positive result. The position is different
for somebody who does understand the implications and who is psycho-
logically prepared, before testing, for either a positive or a negative
result. In that case anybody who wishes to have the test, should have
it. Nobody is saying that we should not test: the issue is whether we
should screen in an indiscriminate fashion. I suspect that there is actually
much less disagreement than there seems to be in this debate. Some
of us, however, are reacting to those very painful tragedies that have
occurred as a result of a thoughtless approach.

Marilyn Barker, Health Visitor, Newcastle upon Tyne: Professor
Adler, could you explain further your comment about the years of
potential life lost in the USA? You said that the influenza and pneu-
monia deaths had risen, as well as those from cerebrovascular disease.
Could not there be other explanations than this, for instance in an
increasing incidence of cardiovascular disease?

Professor Adler: Of course you are correct in saying that there may
be alternative reasons. I was suggesting that one of the alternatives was
that hidden in the figures for pneumonia and influenza may be patients
with opportunistic infections as a result of AIDS, and one could say
the same about CNS disease as well.

Dr Crawford, Blood Transfusion Service, Glasgow: 1 wonder if I
could induce Professor Adler to make some comments about the ethics
of ‘aggressive’ epidemiological screening? This would involve taking,

olice officers, or to other groups in the community.

odes are used, and that no identifying data are available. Not to do

arveillance, the other clinical and individual, are different and I would

VvV N
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ats that they were going to bg screer_le;d — but at the san}g .tlvme
ing absolutely sure that, even if a positive was found, the ¢ 1;1101fan
JId never be told the result. Such a study would be ptéije)é g;
demiological purposes and might apply equally well to addicts

I think that it depends on what the purpose pf the
do with the result. I feel now that it is ethical to
ymously, that

rofessor Adler:

is and what you ' fee :
nitor disease in this way provided that it is done anon

is form of monitoring removes an important aspect pf our ability to
llow this epidemic in society. I think that this is ethical. However, I
not think that it is ethical to perform the anti-HTLV 1II test on a

ient sitting in a bed simply because a surgeon wishes not to be ‘at

- s, one of

sk’ from that patient. The ethics of these two example

ccept that the answers are debatable.

WITNO0841029_0067




0 anagement

WITNO0841029_0068



inical Care

UL VOLBERDING

DS/Kaposi’s Sarcoma Clinic, San Francisco General Hospital,
lifornia, USA

revious chapters have dealt with aspects of the clinical spectrum of
AIDS viral infection, especially the AIDS-related complex (ARC) and
persistent generalized lymphadenopathy (PGL), and have introduced
the subject of the associated opportunistic infections. In this chapter,
I want to concentrate almost exclusively on Kaposi’s sarcoma (KS).
Although this is not a topic of direct interest to everyone, I will try to
show why it has been important in the development of therapeutics for
AIDS.

Experimental drugs have often been tested on KS patients, for valid
reasons. KS is one of the only aspects of AIDS that is visible to other
people, and is therefore associated with social reactions to the patients
more than any other manifestation of the disease. Before the AIDS
epidemic we saw few, if any, cases of KS in young, otherwise healthy
people. In fact I finished my training programme in cancer medicine
without having seen a single case of KS, and without having read much
about it either. The same is true of many of the opportunistic infections
for most specialists in infectious disease. Until recently, therefore,
we had a substantial background in neither the malignancies nor the
infections that we now consider routine in the management of patients
with AIDS. This presents us with the problem that we have to learn
what we should perhaps have known before we began seeing patients
with AIDS. Everyone caring for people with the disease is, in a sense,
a student of it.

Opportunistic infections

T . "1 Statl
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a numbe.r of different infectious diseases. In a patient with AT
opportunistic disease often follows reactivation of a latent inf. :
_that h.ad become established previously in youth or adolescenlcr; egt
infections are not generally spread from person to person even.'f
other person is also immunosuppressed. This means that éles it g
Qf concern initially, we do not think that it is necessary t’o fol}l)oe' .
fnfectfon control measures when looking after patients with AID\g r’lr
infections are endogenous and not transmissible between patiené :
between patients and healthy people. A possible exception to ths‘,
pulmonary tuberculosis, which is increasing in incidence both inli

organisms, including viruses, bacteria and protozoa. Many of the inf

tious diseases that are associated with AIDS are very difficult tolg'eC
nose, e§pecially when one is not on the alert for them They a 'lag
often difficult diseases to treat. There are numerous 'probfemrse dljs
exa‘mgle, patients with AIDS are frequently more sus:ceptible to'd ;
tO.XIClt.leS than are other patients, and, because of the persistin undru
lying immunodeficiency, successful therapy is often followkvedgt’)y re?rl;

fection, either with the same organism, or with another opportunistic

mfegtion. The patient’s condition is not characterized by a gradual
continuous decline, but by a stepwise decline, with one problgem l;al’
lowing another, even after previous problems have been dealt w'(;l;
succgssfullx. A similar progression applies to AIDS-related ma!l'

nancies which are, in many clinical respects, handled in simil 'lg-
to the opportunistic infectious diseases. ’ s

AIDS-related malignancies

We believe that KS patients are relatively immunocompetent compared
with those wx?h AIDS-related infections. As we have gained ex er}:i)en

we ha}/e realized that, to be successful, we must begin ther;) ‘Ce
early in the course of the disease, possibly at, or shortly aftefy svecrf)y
convers@n. This approach would suggest that,'when a really ef}cctivt;
;23:1? is }finally discovered, populations must be screened on a large
didate:;;r ?hlzxr*z‘:/r?ce of HTLV III in order to identify suitable can-
| In Chapter 11 Dr 'Jox}es has already drawn attention to the fact that
ym.phomas'are beginning to appear in haemophiliacs. What we are
SCCIng now is an increasing spectrum of AIDS-associated malignanci

including not only KS, but also Hodgkin’s and non-Hod k%n’ 1 .
phomas (Table 13.1). 1 am convinced that within tha navs 1g1\ ’V‘Shym"

t
AIDS are diffuse, aggressive large-cell, non-Hodgkin’s lymphomas. In

our opinion Hodgkin’s disease itself is part of the AIDS spectrum,
when it occurs in somebody who is in a high-risk group and who is

seropositive for HTLV L

Clinical Care 121

Table 13.1 AIDS: association with cancers

Definite

Kaposi’s sarcoma

Primary CNS lymphoma

Large-cell lymphoma
Probable

Hodgkin’s disease

Squamous cell carcinomas (oral, anal, others)
Expected

Hepatocellular

osuppression that is not severe enough to cause AIDS, and who
irvive longer, we will see an increase in the incidence of other cancers.
he diseases that we see already which, in addition to KS, are part of
e original CDC surveillance definition, are primary lymphomas of
he central nervous system. Not included in the CDC definition of

Clinical research

It has been stressed that the care of AIDS patients requires unique
resources. In addition to the additional resources needed for the care
of the patients themselves, AIDS clinical research has its own set
of special requirements, which are difficult to obtain. The need for
professional staff is obvious, but the scope of the work is often
unknown. Clinical trials are frequently very complex, partly because
we often do not know the end point of the study. Sometimes we do
not even know how to decide whether or not a drug is working, so we
have to adopt a ‘shotgun’ approach to the trials, monitoring many
different aspects of the disease; this requires a large full-time medical
and nursing staff, and numerous other staff to cope with the data and
the associated laboratory investigations.

In our own clinical research programme at San Francisco General
Hospital, we have tried to allocate specific problems with AIDS to
individual principal investigators; this limits competition within groups
studying patients, and simplifies the whole operation. I am mainly
involved with the malignancies of AIDS, especially KS, whereas Dr

1o vanmancihla fAar tha slinical
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Abrams is responsible for the very com

prehensive and important studj
of the AIDS-related complex (ARC).

_+« were discontinued, and dialysis reinstituted, KS would often
Qts‘ . this suggested KS as an indirect marker of immunocompetence
e SS,AIDS patients. So if we tried therapy with, for example, an
o stimulator or an antiviral drug, the return of immu-
mmeetence should be marked by a regression of KS. This hypothe:sxs
Cofm?ned the basis of much of our work, particularly in developing
- aory for our patients. The KS tumour was among the first rel?orted
br‘F tations of AIDS, and the fact that it was normally so rare was
e ?Sthe main reasons for our early recognition of this new disease.
e Oconﬁdent that we did not miss patients with AIDS before,'because
4 Sﬁ;s such an unusual cancer that it cannot be ignored when it affects

young person.

Kaposi’s sarcoma

Kaposi’s sarcoma is not a new disease, having been described first by
Dr Moriz Kaposi, an Austrian dermatologist, in 1872. Kaposi describe
the tumour as multiple idiopathic haemorrhagic sarcomas, which we
now recognize commonly in patients with AIDS. The tumour that was
originally described is now called ‘classical’ or ‘traditional’ Kaposi’s
sarcoma and affects men in their seventies or eighties, following typ-
ically a very indolent disease course. It rarely requires therapy, and
this is one reason why even oncologists seldom encounter cases. In
1960 it was realized that KS occurred in a very high incidence in black
Africans; indeed, in some parts of Africa, KS was the most common
malignancy in humans, but the disease was not related to AIDS.
Retrospective studies show that before 1975 there was no evidence that
immunodeficiency was involved, in spite of the fact that the same areas
of Africa are now very seriously affected by AIDS.

EATURES OF KAPOSI'S SARCOMA

he distinguishing features of KS are numerous (Tqble 13.'.?; g);or::;
ispiece). AIDS-related KS, unlike 'that in e.lderly‘ patte.nt‘sl,‘ 1sfoe o
fvery aggressive disease with rapid dissemination. There 1sd also fr \(;1/ et
visceral involvement, even during the early stages of the disease,

The most important group of KS patients before AIDS became

prevalent comprised people who developed the tumour following renal
transplantation (7able 13.2). It is a curious but important observation,
that people who are iatrogenically immunocompromised develop malig-
nancies, the most common of which is KS. However, such tumours,

which are often very aggressive, have often regressed completely fol-

lowing withdrawal of immunosuppressive medication; this contrasts
with the situation in patients with AIDS, where regression rarely occurs.
In renal transplant patients, if the prednisone and azothiaprim treat-

Table 13.2 “Traditional’ Kaposi’s sarcoma: clinical features

Group Disease features Response to therapy
1. Elderly men, Indolent, skin of legs, Local radiation, good
especially Jewish feet control
2. Black Africans Variable: Systematic
chemotherapy

children - aggressive ~—— poor
adults - indolent ————> excellent
No underlying immune

deficiency
3. Renal transplant Aggressive, visceral Controlled by stopping
TeCiDients involvement IMMmunaciimnraceion

again is not the case in non-AIDS-r@lated KS. A ma{é)é phr;);lfr;a\tr;
designing treatments is that patients with AI.DS—relaFed~ Tﬁis );esents
a high incidence of associated opportunistic infections. tbec};use nts
us with a major dilemma in our approach to the treatm_en use e
would normally use aggressive chemotherapy to treat an e:k%egrg ©
tumour, such as AIDS—associateq KS. Because such chem(oi e ;ﬁgvé
obviously itself immunosuppressive, we have b_een forg:le;m o moe
quickly to experimental therap}es‘ The other major phro lom with &>
is that it marks the patients with AIDS and, given the ear ; gti.ma
rounds AIDS, these people often be-aar the brunt of. t.he social stig
attached to the disease, even in their own communities.

Table 13.3 AIDS/KS: distinguishing characteristics

Exmntljcx)ifii}((i;scf?::éitional’ KS, AIDS/KS is rarely limited to single anatomical
region
i i ement: . s al cavi
Site Ole:z::;)I;sd neck primary sites common (including face, oral cavity)

i al involvement: " )
Vlsceré}olrg‘rfon. Rarely symptomatic except pulmonary KS which is rapidly
fatal .
Opportunistic infections: '
PP Almost uniform, usual cause of death

Cnlnl cnaklamer
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The earliest lesions of KS are subtle, and are similar to the n
that all of us have somewhere on our bodies. They are brown;j
discolorations which are not pruritic and not painful in the early stag
of the disease. In its advanced stages KS is characterized by rap
dissemination and severe cachexia leading to death six months aft
diagnosis. My first patient had three simultaneous opportunistic infe
tions and KS in every organ of his body, with the exception of j

brain, when he died; the autopsy revealed a lymphoma in the centra

nervous system that had not previously been suspected.

There are some important biological points
First, it is not a conventional cancer;
a tumour with a primary site with metastases, In fact there has bee
much discussion about whether or not KS is a true malignancy. It ha
not been successfully transplanted into immunodeficient animal model
and I have found studies in which KS has been cultured in the laborator
unconvincing. However, whether KS is a true malignancy or not matter.
very little because it is an aggressive process that kills. :

Second, this tumour often follows cutaneous lymphatic distributions
and the linearity of the lesions

patient’s collar line. When KS follows cutaneous lymphatic drainage

what we see pathologically is a tumour that originates from the lym-
phatic endothelium. This has obvious clinical relevance, because one

of the common problems that we see in KS patients is lymphoedema,
especially of the lower extremities and of the face. This is a horrible
problem for those people with advanced KS who develop a disfiguring
lymphoedema of the face. Such patients are sometimes literally unre-
cognizable, even to friends and clinic staff who have known them very
closely over the course of their disease.

Third, KS in the elderly usually affects the feet, whereas it is one of
the tragedies of AIDS-related KS that it primarily affects the head and
neck in most patients. Lesions of the conjunctiva can, in some cases,
erode into the eye and are not uncommon. As the facial lesions become
more advanced, the attendant psychosocial problems worsen for the
person himself, who is daily reminded of the disease by looking in the
mirror. He is further reminded of the progression of the disease as
more and more lesions appear.

THE COURSE OF KAPOSI'S SARCOMA

With AIDS-related KS we are grappling with a new disease. We cannot

rely on previous descriptions of this tumour in order to know what to
do. or what to exnent in tha anwen- PRt Cee Lo

can be striking. They follow skin folds
and, for example, we often see necklace-like lesions surrounding g

VV NUO4
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but there is a spectrum of disease r?nging f}*om re@atweiﬂy bitat:é
stively worse. Patients that present with multlp}e lesmqst at
ate“cller{aipidly have a predictable course — the dx}ii:aseowﬂlt grogtrlf:i
4 i i they will die quickly. On the
dly e msr?;rilg(gil;ebn:f ,of pai’iems with a few lesions that .thG
> See(? for six months or more; some of these patients are living
i tly healthy state four or more years after AIDS has been
T appargﬂ \)z;hen we see a new patient it is very important to hold
nosedﬁ . we can, without being false to our patients, that‘perhaps
o 0P§ the dis,ease will be mild, and that they will lxye long
COurfSG Ous to develop more effective therapies for treating the
ugh. Ordisease process. It is important to realize that \yhen we refer
eriy{(ngatment of AIDS-associated malignancies or mfgctnons we
e a;leiative therapy for the symptoms of the underlying disegse: tge
ﬁxzfodeﬁciency caused by infection with the HTLhV tIII rAetIIS;];‘éféte s
become more sophisticated in our approach to " ted
i gnize that no matter how successful are
3 easei:s vae ?&Stn(r)(tacgobi?ll;io change the ultimate mortality, because
h:?i}z di;tated by the persisting immunodeficiency.

éroaches to the treatment of Kaposi’s sarcoma

n the treatment of KS, we have to recognize that there are thelre;petut:;
’ « . S 0
it i disease with an unknown natural hi !
roblems, because it 18 a new ‘ gl history
iable natural history), and one w .
or at least a very variab an e which oceurs in
i i ficiency. One of our immedi
he setting of immunode mediate reactions 10
i e chemotherapy, and undou y
KS as oncologists was to us : doubtedly some
i : ially in the early use of combin 1
mistakes were made, especia ‘ e e
the disease process we were
therapy, before we knew Souetoping. thorapy
have been made at developing :
Nevertheless some attempts ( eveloping therapy
i sful, at least in slowing the prog
that has sometimes been succes: s atle oy
i ith this visible tumour, even a PO
of the tumour. For patients wi o .2 temporary
i isease is often enough to enable a pa .
regression of the disease i ‘ : st aooreach i
i i imited period. Our therapeutic ap .
latively normal life for a limi _ :
;immariyzed in Table 13.4. At present we are using vmblastmsz Oel;e
1 in imen.
incristi n) the next, in an alternating reg ’
week and vincristine (or bleomyci 1) th ' n g regimen.
i ¢ is i ffective in causing regression, :
We think that this is more ¢ cgression, pecanee
i tem and causes fewer toxic effe el
spares the immune sys 1 anc cts than eiher
i a useful drug because 1
drug used alone. Vinblastine is : use It as minma
ici : hair loss. This latter advantage p
toxicity and does not cause dvantage Is important
i i d about the cosmetic and social p .
for the patient who is concerne . ic iz olem
associatid with KS. In other cancer patients, hair loss is a relatively
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Table 13.4  Guidelines for chemotherapy in Kaposi’s sarcoma

Group Recommendations

Minimal KS Experimental immune modulators and/or
No infections or B- antiviral drugs

symptoms

Vinblastine or other single-agent
chemotherapy

Expectant observation

Minimal K$ Vinblastine or other single-agent
History of infections and/or chemotherapy
B-symptoms
Advanced cutaneous KS or VP-16-213 or other single-agent
pulmonary KS chemotherapy
KS with severe neutropenia Vincristine or bleomycin

or thrombocytopenia

The patient with minimal KS is an ideal candidate for experimental
therapy. He has a serious disease, and yet has a fairly intact immune
system and a relatively good prognosis. Mild chemotherapy can be of

benefit in more advanced stages of the disease and, increasingly, we
recommend chemotherapy at an early stage. For patients with very
advanced visceral disease, particularly in the lungs, we recommend
more aggressive chemotherapy.

As was previously mentioned, KS in the elderly often occurs on the
feet or lower extremities; it is also sometimes seen at these sites in
patients with AIDS. Lesions on the feet can be painful and can cause
considerable difficulty in walking. Although radiotherapy is not gen-
erally employed in the treatment of AIDS-related KS, it can be suc-
cessful in treating those localized lesions that cause symptoms,
especially those on the feet, or those of advanced disease in the oral
cavity which can sometimes erode other tissue.

Although chemotherapy is a very necessary part of patient man-
agement, it is of little interest scientifically because it is not treating
the underlying disease. A more rational approach might be to use
immune stimulators, but there are problems with this approach. We
first tried alpha interferon, a drug which appeared to have potential as
an immune stimulator and which looked like the ideal AIDS drug. It has
antiviral, antiproliferative and immune-stimulating activities in some

EIT IS PO S 1
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he antiproliferative activity was present, but thnshdr'ug wlz;s1 1;(;
¢ successful in this respect than conventional chemotherapy. Alp
feron had no detectable immune mod}llatmg actmt}}f!. - drue i
7ith AIDS it is often possible to con\{mce onese!f { ?.t a l-tg' .
4g to be effective, before a test is carried out. This raises poli 100f
social problems, because with AIPS we have a Iarghe tgtr;spare
rmed people who know about the disease and reahz%\;ha eytalk
cted, and who are truly desperate fqr some hopel. , en w a
ut the next untested drug as ‘potentxalaly interesting’, or S\?eyr e
¢ very excited about testing this new drug’, we should r;:mer.rtlh R
en very bland statements can be mterpre;tgd by. people wi A
'a cause for great optimism. Such optimism 1S often unfo oo
éczuse, as we have seen with alpha interf_eron, drugs that S(f)urilg ) l:zt—
te on paper do not necessarily work against AIDS. I am a ratimistic,
en in our testing of antiviral drugs, we are ofte.n‘more opt st
selves than we should be. Althopgh I consider it 1mpor£an oLt
e pessimistic with this group of patients, we must be very hones
(i{n;combinant interleukin-2 was another drug which seemed to be

ideal for the treatment of AIDS, particularly because it is an essential

i S Patients with AIDS
irement for growing T cells in the 1aborqtory. : i
ﬁcrgu;rs::ﬁn to bg deficient in their production of interleukin-2, and

many of the normal cellular functions of lymphocytes from AIDS

patients are restored when those cells are cultured w1th’ téns drtll)gé.n Ie)f?csiz
finding trials were therefore set up but the drug had no penefe
offects in AIDS patients. In the course of these trials we reat d that
the HTLV III virus was in the same cells ‘that we‘we;e. Ty VigruS*
stimulate. There seems to be a very real risk of stxn?ufatlt:?gn s
infected cells, perhaps when they are at a Iate_:nt stage of 1: tec ;;(r)eét e
possibly stimulating more virus grodgctlon in attemptxv.n? on any
underlying immunodeﬁcienc%/. This will be a problem with any ap
is si immunostimulatory.

thg\‘;\’il]sa: lcr:zglgv;néo that may be more ragional? Wg approach any ?jtkt!;:;
infectious disease by treating the causative organism or agent, a‘nfu1 e
same must be true with AIDS. We have' not‘bee.n very su'ccessn ulin
developing antiviral drugs, although the situation is 1m1.)rot\/1(r)1tgh :r e
are beginning now to use drugs that are.effectwe agains or viral
diseases. However, HTLV III has a unique enzyme, idevertsh trans
criptase, which is probably not useq anyvxfhere in ‘the t;lo y o ¥ than
in infected cells. Thus for the first time wx.th gqt1v1ral t Zrapty w - pave
a potential target, that might allow us to inhibit the produc 1.0;:] ! he
virus in the patient without damaging other body functxons.i oy
words, we may be able to block the enzyme reverse transcrip

[ TS
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In discussing antiviral therapy, it is important to remember th
HTLVII infection is chronic and probably lifelong. We are therefo
not considering curative drugs, but rather those which will stop 't
replication of the virus. There is no way that I can think of whereb
we could rid anybody of the virus once they are infected, because th
virus is integrated into the DNA of the cells of the host. Becay
infection with HTLV 111 is lifelong, therapy will probably also need 't
be lifelong: we therefore need a therapy which has neither subjectiv
nor cumulative toxicity. Because the virus is in the central nervoy
system, the therapy needs to penetrate the blood-brain barrier. Thi;
is asking a lot of any potential drug, and I am not optimistic aboy
finding such a magic agent (7able 13.5). However, there are alread
several drugs that are capable of inhibiting the virus in the laborator
and which have not yet reached the stage of clinical testing, includin

the agents suramin, HPA-23 and ribavirin. New potential antiviral

compounds are being developed all the time. One of these, a Bur

roughs-Wellcome agent, azidothymidine (AZT509), is about to undergo

clinical trials.

Table 13.5 AIDS/antiviral drugs

Pros Unique virus enzyme (reverse transcriptase) may provide
therapeutic ‘target’

Cons Need to treat early infection (asymptomatic seropositives?)
Need for chronic (lifelong?) treatment
Problem of CNS infection as reservoir
Drug must itself be non-toxic to T-lymphocytes

Conclusions

Where do we stand in the treatment of AIDS at present? Table 13.6
summarizes our approaches. The most important sector of the popu-
lation in which we should be attempting to stop the AIDS epidemic is
that of seronegative people in high-risk groups. We must consider what
we should do to keep such people healthy. While we try to develop
vaccines and improved methods of therapy, we must concentrate heav-
ily on educational programmes — although we must admit that, for
some groups, such programmes will be very difficult to implement.
For seropositive asymptomatic people there are several possibilities,

including anti-retroviral and co-factor therapies designed to interrupt
the nrocess hv ctnnning evnnciirs ta infanrtive Adicancan Ve caod oo

already shown immunosuppressant properties in people with ARC, and

with established AIDS may prove necessary for this group also. I am
not optimistic that anti-retroviral therapy alone will be very successful
once the immunodeficiency is truly established, and certainly once the
pe . . " .
retroviral drugs, together with immune stmwla?ors, sgch as interleukin-
2, or possibly even bone marrow transplantation mi‘ght be employed.
These are extreme measures for what we hope will become a pro-
gressively smaller group of patients, as other approaches become more

successful.
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Jle 13.6 Clinical trials in AIDS virus subgroups

Approach

Vaccine trials
Education/prevention

Anti-retroviral
Co-factor therapy
Education

Anti-retroviral
Co-factor therapy
Education

KS: antineoplastics, anti-retroviral + interleukin

2, bone marrow transplant .
Opportunistic infections: Anti-infectives

hat a high percentage of them will develop fatal disease. The virus has

he same approaches that we might consider appropriate for patients

rson has developed AIDS. In such cases, combinations of anti-

[ have tried in this chapter to summarize our approach to.the therapy
of the disease, using one aspect of AIDS, namely Kaposi’s sarcoma,
as a model on which to focus. I think that it is a valid model becquse,
although KS patients have a fatal disease, they arehless ill thap patients
with opportunistic infections and are therefore ideal candidates fﬁ?r
experimental therapy that will, we hope, lead us to develop’ways in
which we may more effectively combat AIDS and its related disorders.
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DS/Kaposi’s Sarcoma Clinic, San Francisco General Hospital,
alifornia, USA

Ward 86 of the San Francisco General Hospital is an out-patient medical
linic specializing in the care of AIDS and oncology patients. The clinic
has evolved to provide a spectrum of services for its patients: we
provide comprehensive medical evaluation, diagnosis, treatment and
follow-up care to AIDS and ARC patients; we provide a com-
prehensive psychosocial support system; we participate very heavily in
clinical research. In addition to all this, we provide comprehensive
medical and psychosocial support services to people with cancer. The
organization required to do all this did not spring up overnight. In four
years of development we have made our share of mistakes. There have
been times when we have wrung our hands or torn our hair because
we knew that we were not doing it quite right! Overall, however, we
have a great deal of experience to share with people, who perhaps can
learn from it.

Professor Adler’s talk provided a general outline of what is needed
for AIDS medical care. This chapter is an elaboration of one model
developed to provide that care.

Evolving the timetable

When we started in June 1981 there were just Dr Paul Volberding and
myself doing one oncology clinic a week on a Wednesday morning. In
1981 we saw our very first Kaposi’s sarcoma (KS) patient. His disease
progressed rapidly and he died that autumn. His case was the first of
what was then known as GRID or Gay Related Immune Deficiency,
later changed, of course, to Acquired Immune Deficiency Syndrome.
In Januarv 1982 we saw three KS patients to whom I gave weekly
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his first clinical trials of alpha interferon and we rapidly accrued
more patients. In December 1982, Dr Constance Wofsy joined us
giving care to AIDS patients. She needed a clinic where her Prey
cystis pneumonia patients who had been discharged from the hosp
could be followed in a primary care setting. She did not feel that
routine infectious disease (ID) clinic was the appropriate place to giy
long-term follow-up AIDS care. In December 1982 we were averag
20-25 out-patients weekly. In January 1983 we moved to our preser
location on Ward 86. '

Table 14.]1 shows our clinic timetable in November 1985; it remair
essentially the same today. We hold a general AIDS clinic on Monda
morning and afternoon, with both ID and oncology physicians attend
ing. On Tuesday morning, our AIDS clinic with an ARC focus is ru
by Dr Donald Abrams. We also have a small oncology clinic o

that morning, but our larger, general oncology clinic takes place on.
Wednesday morning. Also on Wednesday, nurse practitioners on our

staff continue to see AIDS patients for physicals required for the clinical

trials in which we are involved. Thursday morning is our nurse screening.

clinic, an innovative programme that we have developed for screening
patients for AIDS (run by nurses). Nurse practitioners are registered
nurses who have had extra training in how to do physical assessments.
We have developed process protocols for this clinic that are specific
for AIDS screening. These protocols are diagnostic algorithms that
allow the nurse practitioner to do the first-line assessment of new
patients, most of whom have never had to seek comprehensive medical
care before. For the most part, theirs has been a healthy population
and, when they show symptoms that they feel are AIDS-related, they
are not sure where to go. We find very often that their attendance at
our screening clinic is the first occasion that they have been to see a

medical care provider for a long time. If the history and physical

examination are suggestive of AIDS, then the patient returns for a
second AIDS clinic appointment, for physician consultation. The Thurs-
day afternoon clinic is set aside for patients with opportunistic infections
(OI). This AIDS/OI clinic is run by specialists in infectious diseases;

Table 14.1 Ward 86 Clinic Schedule, November 1985

Monday Tuesday Wednesday  Thursday Friday
AM AIDS AIDS/ARC Oncology ~ AIDS/NX  AIDS/KS
Oncology AIDS/NX screening
clinic
PM AINC s rra e

Volberding and myself
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focus of this clinic is dealing with the opportunistic infecﬁc;nia if
is what constitutes the patient’s primary problg:m. The ;1 a;sz
ing AIDS/KS clinic is run by our oncology .staff; its primary ocud
o manage KS or other AIDS/related malignancies. Above an
i/gnd theaclinics described above, throughout the week the nugsxfig
Jff are administering treatment: some of the protocols call for daily
ravenous medication; others call for weekly chemqtherapg. "
In 1983 we had 3500 AIDS-related encounters; 1in 198 Swel 2
900 AIDS-related encounters; in 1985 we had 11600 AIDS-rela

: . iy
ncounters: our clinic census has expanded exponentially as the ep
emic has grown.

V he clinic staff

i i idemic, from Dr
inic staff also has grown rapidly with the epi s n D
P oning o togthe staff shown in Figure 14.1. The Figure

elates simply to the out-patient clinic staff, that is, the staff c.>f V"Jgrd
6. To accomodate the staff we have had to expand our administrative

office space to include another floor of the. building,.Ward 84. This
‘Ward now includes all the offices for attending physicians, staff phys-

icians, data managers, epidemiqlogist§, the Women and1 AIDS Ii.ecs:saril;
Programmes, as well as infectious diseases and oncology ser 1S f.our
addition to the medical staff there are four nurse practitioner . Tou
registered nurses, one licensed vocational nurse and one r}:x};r;estomisté
They are backed by a senior laborator){ assistant and two p he 0 pmists
trained to draw blood, to collect specimens and to bank them.

|MD Directorl
MD Co-Director _—[MD Asst. Director |

[]
i i
! ]
i : | ! [Clinical Trial Mgr.
Pharm D. :
1

1
NxI;: R;\\ Sr. Lab Asst.| [AA Il PsyiihSSWW gigi m?;
' Asst. | |CLK Me .
sx E;r. gm ll::g Azst. CLK Shanti Cnsir Prot Magr.
x Pr.
Nx Pr. RN CLK
LVN CLK
NA
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is a f:lerical support staff of five, and an extremely good social supp
service that includes the psychiatric social worke?, a medical o
worker, a Shanti counsellor and other practical support volunteerS o
of thfa Shanti project, who provide practical back-up; this include ¥
running of errands, the escorting of patients to oéher parts ofs t
hospital, the collecting of prescriptions or the calling of cabs. We t
have three research protocol managers and one clinical trials sx;pervizo .
We are due to expand that staff, with two more protocol manag K
rgﬂ{:ctmg the amount of clinical research undertaken. Finall e
clm.lcal pharmacist has a major commitment to clinical servic);s C;u,
patients as yveil as to research implementation. 2
The physicians on the AIDS team not only provide out-patient care
but also have consultative in-patient duties. They also participate ;
research and do their share of teaching. They have to take thei?' sham
gi gfrl}eral medical attending duties, as well as providing the supervisi(:n
resa;ariist \;(\:/rcl)( .AIDS clinics during the week, in addition to their AIDS
In 'order to expand the primary care capabilities of the clinic and
appO%n'tment times to be given to the patients, we have developed nu
practitioner Protocois that allow our nurses to provide that care Tr;:
nurse practitioners have worked in the AIDS clinics for over two‘ ears
now and function at about the level of intern or possibly ﬁrsg e
resxdfa{lt. They work very closely with the physicians and must se:zkar
phys;gan’s advice before any treatment decision is made; this use ?‘E
practitioners and close teamwork does allow for more’active aO
ticipation o'f nurses than is usual in most clinics. The protocols incllzldre;
a very specific AIDS history form and physical examination check list
Nul."ses can order specimens for chemical investigation; they can order'
radiographs; they can refer patients to special cliniés for instance -
dermg?o}ogica] or oral surgery clinics, for a suspicious KS lesion. Nurs
practitioners also participate directly in research by doing .h sicaei
examinations and monitoring patient response to drug therap; ’
Ejsmg process protocols_, nurse practitioners can perform abéut 80—
90% of the yvork—up required in the investigation of out-patients with
Preumocystis carinii pneumonia. Out-patient evaluation includes chest
X—rays., pulmonary function tests, gallium scans and sputum induction
In-.patlent management would then include bronchoscopy and the givin :
of intravenous trimethoprim (sulphamethoxazole/trimethoprim) or eng-
tamx_dme gnd, if the patient was severely compromised admissiolral to
the intensive care unit. Some of the nurses on our clini’c are cértiﬁed
to dg skin-punch biopsies for Kaposi’s sarcoma and, as previousl
mentlonedj we are able to refer patients directly to oral surger Az
far as possible, we try to keep patients out of hospital; however, )\/a;fhen

ementia, or need for radiation, it is necessary to hospitalize them.

her illnesses that we see and that require careful nursing are the

hlems of gastroimestinal tract involvement that many cases of AIDS

asent at some stage. We have many problems with nutrition and

dration. We also have problems with skin care because of the pro-

und weight loss in our patients: they are admitted in what looks like
catabolic state and we have to worry about bed sores, in addition to
problems of herpetic ulcers and candidiasis.

The nursing staff are responsible for clinic co-ordination—a difficult
ob when one considers the nature of AIDS-related disease and the
ced for some of our patients to treat us as emergency (or casualty)
“oom as well as an out-patient clinic. Our case load is invariably heavy
and, because each case is so complicated, there is an inevitable tendency
to overrun the time allotted: it is difficult to take lunch breaks! Nurses
are responsible for triaging many of the patient telephone calls to the
clinic and for looking after drop-in patients or those who fail to attend
on time but who have acute problems that require immediate attention.
As already mentioned, nurses administer chemotherapy, drugs under
investigation and blood products, and they also do their own share of
patient referrals. When patients need hospitalization to our dedicated
in-patient AIDS unit, the paperwork required is the nurses’ responsi-
_ bility. We always try to give a nurse report on each patient admitted
because, of course, we know them so well already.

We are greatly helped by the role of our clinical pharmacist. She is
available to all the staff for consultation on the many investigational
drugs that are being used in the unit. She helps to prepare information,
both for patients and for staff, about the various drugs on trial; this
helps in the obtaining of informed consent from patients. The clinical
pharmacist is also able to write prescriptions for most drugs except
controlled narcotics, and therefore can provide repeat prescriptions for
clinically stable patients without bothering other physician members of
staff; these prescriptions are honoured by the hospital pharmacy. The
clinical pharmacist also participates in research, especially phar-
macokinetic studies.

In order to try to streamline the system for putting research protocols
into operation, each study comes under the direct supervision of a
clinical trials manager. The patient is given a study encounter sheet
and then goes from station to station within the clinic: history, together
with physical examination, is taken at one station, vital signs are
recorded at another, laboratory tests are carried out at another, and
treatment is given at yet another. The flow sheet facilitates the enor-
mous amount of data gathering and protocol management that takes

place within Ward 86.
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Social work—the role of Shanti

A full-time psychiatric social worker has been assigned to us fro
the AIDS Health Project. Her function is primarily to perform cris
intervention, and to become involved in more in-depth psychologic
counselling. She is a licensed clinical social worker and her role is ¢
counsel people who have greater emotional problems than just th
normal grief and anxiety reactions to the diagnosis of AIDS or AID
related disease. '
‘The medical social worker is the person primarily responsible for th

concrete needs of people with AIDS or ARC; she helps to sort out
their financial and health-regulatory problems (in San Francisco there

are public health benefits for people diagnosed as having AIDS). The

medical social worker also helps with such diverse needs as emergency.

food and housing, and with legal problems.

A third resource is the lay counsellor from the Shanti project: Shanti
is a Sanskrit work meaning ‘inner peace’. The project was started in
Berkeley in order to help people with life-threatening illnesses; in 1983,
AIDS patients were included in this project. With funding from the
City of San Francisco as well as the voluntary sector, Shanti provides
a great deal of the psychosocial support needed by patients and their
families, and Ward 86 has been one of the beneficiaries of that support.
Shanti counsellors provide community care as well as out-patient care.
They perform the initial psychosocial assessment of individual patients,
by introducing themselves to new patients and relaying the various
forms of psychosocial support available. Their primary focus is to help
people cope with the anxiety that accompanies any diagnosis of life-
threatening illness.

Shanti also has developed to include many other services: (1) support
groups have been established for individual patients as well as families
and lovers, to help people to cope with death and dying, grief and
bereavement; (2) they have developed a practical support staff who
work in the community, doing such things as going to people’s homes
to do the shopping or laundry, or just sitting and being a friendly
visitor, or transporting patients to clinics, to hospitals or to their homes;
(3) a Shanti housing project provides low-income housing or subsidized
housing to people with AIDS who have been displaced from their usual
residences because of their primary diagnosis. All these functions are
carried out in strict confidence.

With Shanti’s help, many psychosocial needs are met and access to
clinic and other community services are facilitated.
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inic services

emotherapy and investigational drug administration are among the
any procedures carried out in the clinic. In any one r.nonth’, we .start
00-500 i.v. treatments: some of these are rapid 5-minute infusions,

whereas others may take 1-3 hours. In addition, we average about 12—

5 out-patient blood transfusions per month. Services will be greatly

“\‘etieved as treatment moves from intravenous administratzor? to orag
nedication. Bone marrow biopsies, lumbar punctures and skin-punc

jopsies are other procedures performed in clinic.

Community-based agencies and organizations

Fioure 14.2 shows the elements of optimal AIDS care. Possibly chliai
mZkes Ward 86 unique and successful, and why we are a good mo e
for the delivery of AIDS care, is the encouragement given to multi-

disciplinary input. This involves teamwork and team meetings, both

i Spite serned with
~among those concerned with hospital care and those conc

community care. There is good liaison w}th community»bas@ lagenmejé
Services not located on the San Franmscc? General Hospita campe

include the Shanti Project and AIDS Hosplce Home Care prograrém; S:
Within the city there is no hospital or designated unit for hospice be H.
instead, there are hospice nurses who go out to take care of terminally

Services:
EDUCATION | DIAGNOSIS |RESTORATIVE| PALLIATIVE

| | ]

SCREENING TREATMENT SUPP(?RTIVE TERh?!NAL
I [

Care Sites:
I l | .

COMMUNITY HOSPITALS | HOME CARE
CLINICS ECF HOSPICE

Figure 14.2 The spectrum of care in AIDS
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ill patients in the home. At present, they are responsible for g
load of 50-55 AIDS home care patients. -

The hospital also works closely with public health nurses in the
different health districts of San Francisco. Each district has a he
centre, two of which are located in a catchment area with al
population of gay men. These centres run AIDS screening clinics, 3
clinics for AIDS-related disease. Like us, they have expanded th
resources and (thank goodness!) they use the same forms that we ha
developed in our nurse screening clinics: this means that the databas
are the same and that, when patients with AIDS are referred to u
the background information fits ours. Physicians and nurses in t
peripheral city clinics have been to our Centre and have worked wi
out staff, so that there is a real consensus and continuity in terms
referral and clinical care.

and decided to come along — so there I was, standing in front of them,
talking about safe sex! It is through the work of the AIDS Foundation
that there has been a reduction in the rates of venereal disease and,
indirectly, in the plateauing of the AIDS cases within the city.
Another organization — the People with AIDS Alliance — is, as the

have always objected to being called ‘victims’ of AIDS: I have heard
many of them say ‘I am not a victim, [ am a person’, and the AIDS
Alliance reflects this feeling. We have found that patients do not want
even to be called ‘patients’ any more: they are people with AIDS. We
should not see AIDS as a disease entity and, indeed, no patient really
should be thought of in this way. In the case of AIDS there is, of
course, a great deal of sociopolitical background: it has been very
important for people at risk to identify themselves as individuals, rather
than as part of an amorphous group with a strange new disease. The
people in this organization, and especially those chairing or directing
it, have been our patients, and they have open access to me or to any
other member of staff to talk about their concerns, their needs and
their worries. They know that they can approach us to provide them
with speakers, or with help if there is something that they need to
complain about.

This, then, is the spectrum of care for AIDS: it starts in the com-
munity with education and, unfortunately, ends with terminal care.
Along the spectrum is the need for screening and medical treatment,

ac well ac mallintivn med aciccemaatoo o

o e

The primary responsibility for professional and public education in
San Francisco lies with the AIDS Foundation. This Foundation is very
open to the needs of the community and it arranges talks to any
community agency. On a personal note, I was asked to speak to the
Chinatown YWCA Group recently: my parents heard about the talk

name suggests, made up of people with AIDS. Patients themselves .
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ded within the San Franciscp General Hospital (?n Warg;lo ;?d
munity care and a very extensive home care s.yst‘elm Aairg grr}}{ odied
e voluntary organizations and in the prfﬁeSﬁ&Ogd . p
ing programme and the Visiting Nurses’ Association.

jcated hospital units

here are very great benefits in dedicated‘units. Thgy have ceitea;;l—}"/
lowed us to concentrate much of our nursing expertls.e in two Ca} "
ut-patient and the in-patient clinics of the San anncxsco’ e(:irll
&‘gs;o)ital. Because of this concentration we have been a\t;\}e g:\f;wyt }tlz
jentify the medical and emotional n;eds of patients. hew o the
atients who rely heavily on the hospxta? and we kngw oStable el
apidly and appropriately. We can recognize peo.ple who are Dle and
1 wait, and we can recognize emergencies which, of course, . >
zndea]t ,with straight away. Our cons'tant;expospre -to AIIlDdS ;arceﬁxf;s:lﬁt
Jlows us up-to-date knowledge, which otherwise it wou e’re teul
o keep abreast of in those units where only a few patients a .

ion i i d team efforts and these, in
Education is helped by team mleetmgs an . ,
'ielil;’ turn, allow for more efficient planning of‘ patient manag};:.mlfn.t.
'Discharge’ planning begins on the day of admission, and I think in

nursing that is a very important tbing to re'mer.nber. T‘he dedxsg::bgréx}t}
means that counselling staff are n'gh.t on site: if a nurse seest somebocy
in crisis, for instance somebody sitting in the clinic cryn;]g, e b
not have to wait for a social worker to come frqm anot etrh}.)arwa e
hospital. Patients’ needs are met more immediately in 1ZSi1 -yt.hey
addition, patients can choose th%: coxgﬂselé%r;ylr;?c?azoir: 2 deg{mted
iant on one person. l1he philos ‘ .
i:sti(})lterr:flgre becomes lxj‘nuch more c01nprehe{151ye and c<f)~or.d1rgattzti.sé
think that we deliver a more sensitive and holistic type of care bec
DfSt:r‘lS-Francisco has a large gay community., and.rpany 3‘1‘ t{]ec ex:eonf
within this community are remote from their families aXID% aClinic
origin. This, too, is reflected in the system of care. T};{e,, MDS o s
the AIDS Unit, Shanti, AIDS Hospice, an.d Public Healtt diViduag}é
are all systems that have developec} to provide support to in dudle
whose families are geographically distant. I look on it, in abwa’y,Se ihe
development of an extended family - a? 1d:§nik;::el Iizi;zelesju; S
itive and more caring, not just a -
g;ol;iilss;:;f:hat we have built to c}eliver AIDS care. Itis rjealiylize?ie
of family, which is also reflected in the staff themselves. Just like any

C o p 1 l
other family, we have tremendous fights and feu'ds, but that.xs only
: L.t e eimens mand SFamily fesline within our oreanization.
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Infection control precautions

With regard to general infection control precautions, the Associa
for Practitioners of Infection Control in San Francisco has put togeth
a package costing US$25, which is available from the AIDS Foundat;
It contains a compilation of all kinds of infection control guideliy
including recommendations by the American Hospital Association.
the University of California, and recommendations for the emergen
services: for instance the policemen, firemen and ambulance driver
It also includes infection control precautions for the non-profession
staff: for instance, dieticians, or plumbing, housekeeping, buildings an
grounds staff. Without guidance of this sort, silly things can happe;
for instance, plumbers are sometimes afraid to come and chang
water fixture if they know that they will be working in an AIDS Unji

The information given in this particular packet has been com

lemented by further information, including the Safe Sex Guidelines and
general information about AIDS, put out by the San Franciso AIDS

Foundation (the address of which is given in Appendix A).

PRECAUTIONS IN CLINICS

We know that AIDS is caused by a transmissible infectious agent: I
will refer to this as the AIDS virus in the context of this chapter. We
know that this virus is transmitted by intimate sexual contact or by
inoculation with blood or blood products. There is no evidence for

casual contact spread, and, with one exception, no cases of the trans-
mission of the AIDS virus among health care laboratory personnel.
That one case involved a nurse in Britain who seroconverted after
being inoculated with some blood.

As far as protective wear is concerned in the clinics, we use gloves
for direct contact with body secretions including drawing blood or when
emptying bedpans, urinals or changing dressings. We use gowns when
our clothes themselves may become contaminated and, when necessary,
these gowns are waterproof. We do not use gowns routinely in the
clinics, although we do use them for mixing or giving chemotherapy
medication. Within the laboratory personnel wear gloves and water-
proof aprons when they are working with specimens; they also use
goggles if they feel that there is going to be any splatter. Masks are
used only when in direct sustained contact with an actively coughing
patient. Masks are, of course, always available in the clinic but are
very rarely used: it is also rare to see staff wearing them on the in-

patient unit. It is, of course, appropriate in some cases for the patient
to wear a mask: when this ic snooected natiante chanld ha frantad woick

for i ivi d bath to a patient w
¢ instance, were giving a be ' . .

f:;d I was going to be there for 20 minutes Or sO, OF if 1 wa]s dm?'lgn 2

procedure that would require me to be in the room for a long ti

face would be ¢ ’
in:lll:;l}(] I would always talk to the patient and tell them why 1 had

made that particular decision. In many cases I forg

labelling them as AIDS specimens we have special labels bearing the
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nd not be expected to sit in waiting rooms or clinics with t’hss
- al ‘Jabel’. Protective goggles are available to all staff but are
\ Onaeded There is no need for full barrier nursing of. AIDS
e\;t;efor ir.istance bringing in the meal tray 'doe’s not reqfnre anyr'
ction at all and, even when taking a patlents‘temperature o
. re. we do not glove in the clinic. Infection control w:lth
OC; I‘DSY i;sxlllch ’more a matter of common sense than a list of special

edures to follow.

ATIENT PRECAUTIONS

':ith regard to in-patient infection coqtrol gui@e}mes, most ogtthe;
utions that we use are consistent with hepatitis B practice. S rx‘j
ef::ion is not necessary: however, ig our hospital, mo‘st '?f c;lur i;;atletn}};
¢ put into single rooms with their own bathroom; 1t s arn t g,once
mmunocompetence of both patients must be taken into account.

(2 il I 9
aSkS are not “eeded LlnleSS peOple are acthely C()ughlllg f I
am, m

50l

lose to the patient’s face, then I might consider

et and I have had

many patients asking me why I am not wearing gloves, for instance,

i ir i infusion.
hen I am starting their intravenous i
) Specimens taken from patients must all be labelled. Rather than

letters H/A for hepatitis/AIDS; these labels are greden an? arz ;nntt\;ilc;
< uest form and one to g
arts: one that can be stuck to t}le req ’ . :
Is)pecimen Very careful precautions are necessary whenbdltspos;inygtgi
i calpel blades, or excreta, but rea
sharps, for instance needles or s : . {realy e
i auti 1l is handwashing — scrupu
most effective precaution of a s hand
i i i b d water before and after examining
washing with ordinary soap an af ining
i ispos: S ted as infectious
i ent for disposal must be trea :
D o e aminati d patient care areas contain red
waste. All our examination rooms and p ' '
biohazard bags so that all waste 18 regarded as ver)(/i 1{1fectxoui. rNee;:igz?
: i hould be placed in puncture-
and other sharps and syringes S : . uncture-proo.
i f stout plastic. It is of crucial 1mp
containers preferably made o ue nportance
S heathed. The only time tha
to ensure that needles are never res me th e
ick inj hen 1 was resheathing: the ne
ever had a needle-stick injury was w ‘ .
bent a little, went through the cover and pricked my skin. I spent a

i i i er resheath needles:
couple of sleepless nights worrying abouﬁ it. Nev
oo ittt et tha dienneal coantainer
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Linen contaminated with body fluids (urine, stools or blood) sho
be double-bagged; other linen can be treated in the routine w
Contaminated environmental surfaces should be wiped down with djl
bleach solution (1 in 10 dilution), although alcohol is used primaril
our clinics to clean examination tables, desks and chairs.

Out-patient policies are also in accordance with guidelines for con
of hepatitis B cross-infection; for instance, we minimize direct conta
with other immunocompromised patients. We have had no proble
at all in terms of the use of common waiting areas or bathroom facilitie

ychclogical problems

i hat denial, anger, grief and
be very obvious to everyone t !
hfmldare alm;}st always the initial feelings of people when th.ey a;ef
evmgdia nosis of AIDS. Very often their self image ax.ud feelings 0I
; 2éailygcome into play: ‘how much in terms of my llffa—style am ;
gptol;lsible for getting this disease; what is it7 a‘r[;ol;nthmydhfzsst)gidazu
; i IDS? e doubts ¢
/ ay people seem to be getting A !
2)‘(3?1 igssz;ez’ t}xl)at patients may have felt that they had rgsolvefdﬁtc;:;
: i ami blems that may have been Ies
he surface again. Family pro 0 festerine
hed down, resurface because chi
d perhaps had been pushed - use R o8,
‘ i lling their parents that they .
ced with the prospect of te 7 : s it those
heir parents’ reaction will be, particularl
e O aever i ith their children’s life-style.
: have never been in sympathy wi . ‘ i
pa{;ZtZee many problems of body image. There is a dramatic cfhange,
:th AIDS, in how people look: 1 have seen peogle Qchange rom a
thta ing 1’90 Ib to a very thin 130 Ib with bongs stu.:kmg out ancfi :110.
? rt };? is particularly difficult to come to terms with this, becausekg ;c;
El:(;rt ti\me taken to go from a picture of health to someone looking
ihouOh they have just emerged from a concer.ltfatlon camp. heis
Thce patients that we have seen in the clinic are mostly 1111 ;}0
i irti ies: thus, we are looking at peopie Wh
twenties, thirties or early forties: , N ople Who
i i | tasks such as establishmen
are dealing with developmenta ch as ¢ ent of thei
i d solidification of their own
careers and partner relationships, and ieir own sene
i it i ally disrupted because of the diagno
dentity. All this becomes totally ! : nost
gi 1A€§[DSJ Their occupation becomes ‘a patient mI the tﬁ)IIDr:Vcﬁlfrgci.f
. i f control: ‘how can 1 con y ;
There are tremendous issues 01 €O ‘ L going
an’ my job, how am I going to pay my OIiS; _
10&;31:/ l:r?;prenz' ]where am I going to live; where am I going to buy
i v . . .
tO(")fdh‘ese are examples of the issues that come up ftxr;lte anddtlmle ngnd;:&
i ied t t many of the needs.
In San Francisco, we have tried to mee L canne
-ed them any better than anyone else,
DreLe e fawe been abl dinate care in a way that might
I think that we have been able to co-or ' that e
i At that time, I thought tha
not have been possible four years ago. . b
i i hing would soon be reso
¢ would not last long, that everyt
zigift?:t I would soon be the only nurse (or perhaps one of two gu{rs:si
in a small oncology service again. Howeverl, Ih'kiot\;; ?o}\)verth :ps e
i thin at, , L
i ic is not going to go away LOMOITOW. ‘ ps,
?E;d{ej:iﬁac]l Kingc%om you are beginning to re.ahze that and are ?ejgmnmg
to reverse the initial denial of ‘it is not going to happen here’. :

HEALTH AND SAFETY OF EMPLOYEES

On the question of employee health, I feel very strongly that healt
care personnel should not be excused on their own request fro
delivering care to AIDS patients. This implies two things for th
hospital administration. First, they have to provide a very active an
aggressive employee in-service training programme which gives info
mation about AIDS, what it is, how it is caused, how it is transmitted,
and what are the special needs of AIDS patients. Secondly, the
employer must look at the work setting and must ensure that his
institution provides a safe environment for the employee. If an
employee is asked to work with AIDS blood specimens but is not
provided with gloves, or is asked to work with patients with respiratory
problems but is not provided with a mask, then there may be a
legitimate cause for concern and the employee has a right to ask not
to work with these particular people. I feel that, as long as these
requirements are satisfied, there is no excuse whatsoever for employees
opting out: employers should insist that AIDS patients deserve quality
care just like that given to any other patient in the particular hospital
facility.

Employees with AIDS-related disease require individual consider-
ation. Their work should be tailored according to their responsibilities
and the stage of their infection. Pregnant staff should not be given
direct care responsibility: this is because of the possible transmission
of cytomegalovirus infection and possible harm to the fetus. As far as
cardiopulmonary resuscitation (CPR) is concerned, that has always
been an issue since we realized that AIDS was infectious and, in most
cases, a terminal illness. Ambu bags are readily available throughout
our clinic, as is other emergency equipment. We think that direct
mouth-to-mouth resuscitation should be avoided. Employees with docu-
mented AIDS should be restricted from doing mouth-to-mouth resusci-
tation or two-man CPR training. However, one-man CPR certification
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The need to be prepared

As the epidemic unfolds, so the disease evolves. Very few people
were diagnosed four years ago are left, although there are some v
are active and healthy enough still to come to the clinic on their o
these people have minimal and seemingly stable disease. We stil]
people with multiple opportunistic infections and multiple lesions
Kaposi’s sarcoma. The neurological manifestations of AIDS are beco
ing a more frequent finding. The message is really that staff 3
programmes for health should be identified now rather than later, w
people wait for their first patient with AIDS to be admitted. Th
means that hospitals where an AIDS patient has not yet been s
should start planning now to include crucial staff education. If th;
happens with firm administrative support, the first patient to be admif
ted will be treated sensitively and well.

I would also like to emphasize the very important role that con
ferences such as this have in establishing contacts between people i
the multi-disciplinary team. We can all, in our countries, probabl
define and identify agencies like those that serve the people of Sa
Francisco. The more communication there is in identifying these agen
ies and strengthening them, the easier it is to cope with the disease

srepared for the enormity and impact of working daily with dying
AIDS patients.
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taff members who want to be on an AIDS clinic or an .AIDS‘ in-
i - 1 think that it is wrong, despite what I have said before

t optiné out, to work off a list and randomly to asmghn sorr;lztéo;iz
ork on such a specialist unit. In San Francisco we have fad no
blems at all in recruiting nurses for either the in-patient or the out

t unit. Nobody is paid hazard pay because we do not conside

i be necessary, but we do recognize the stress and di’fﬁcqlty in
tizg with a disease that has a lot of hysteria surrpuncgng 1tbzxca1d
ny issues concerning infection control, death and dying. ve;rymany
the staff knows that they are supported, that my dqor ar(nj o t(};
er doors are always open, and that peopie‘ can come 1in a}? Ko
. about whatever is bothering them at any time. The last three t)izonal
ve enabled me to separate an admmlst_ratlve issue anc} an emgdmin_
ue very quickly, and if the emotlogal isue overlapfs1 into a:in ke
rative issue 1 always let the err}otxgnal issue out first an hen
er) can deal with the administrative issue. 1 also let nex;;comer  know
hat there is a 6-month ‘breaking-in’ period: I tell them t atilnobe "
ow prepared they feel that they may be, no-one can reatly

Nevertheless, I think that working with AIDS patients has probably

rofessionally (and personally) rewarding job that I hgve
::::'1 ctigi: (I)S}tmzfve found ouz, with the pat?ents that I have wcl)rke(iov:l'ig:
that 1 get as much as I give. As we think about our early, %\kin -
breaking involvement with AIDS, we often compare it to mral viry
film or writing a book. We think that we have wnttendsle\k/le e
moving and meaningful chapters in t'he past four years amk A o;;n havé
as you in the United Kingdom begin to write your bo% , it w
as many good chapters as we have been able to identify.

CONFIDENTIALITY

A word about confidentiality. Despite the fact that we are all involved
in education, and most of us from the clinic go out to talk to various
groups, confidentiality remains the golden rule. In our clinic, despite
the fact that hundreds of media people have come through, we have
managed to do a very good job of protecting confidentiality, and our
reputation in the community (as not giving out lists of names or details
to anybody who comes through the clinic, and as identifying very
carefully people who want to visit us) remains good. We are trusted
by our community and, in particular, by the gay community. I think
that as we go to the next group of people, the intravenous drug abusers,
that this confidentiality — this sense that people can trust the clinic —
will serve us well.

Conclusions — the difficulties and the rewards

Finally, I want to draw attention to what should be done for staff, and
what von ecan do for vanreelf ta avaid hurn.ant Adminictratively
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rth Question Session

David Miller (St Mary’s Hospital, London): Is it not confusing for
patients to have so many people caring for them on so many
rent levels? How do you cope with that and yet maintain the kind
uality control that you regard as very important in the counselling
rvices?
Gayling Gee: Although we provide all these services, patients rapidly
dentify with someone with whom they feel comfortable. That person
1 be a nurse, a social worker or a physician. Of course, we occasion-
y step on each other’s toes. But the fact that we encourage a lot of
mmunication among the staff is the important point. We discuss cases
the time in confidence between ourselves. We can respond to
oblems either individually or as a team.
Quality control is an ongoing problem, because we have expanded
o rapidly. I think that my being there at the clinic, and working closely
vith the physicians and nurses, watching for things that I think are
ssues, helps all those who work at the clinic to have a personal and
not just a professional commitment. Our staff is perhaps 60% gay and
40% straight, and we certainly have a lot of feedback about their
feelings on good and bad care. Thatsis really one of the advantages of
having a voluntary staff. '

Dr Volberding: One of the problems we have had with the size of
the clinic and how fast we have grown is that quality control must be
addressed repeatedly; it is not something that you can settle once and
for all. One of the things we have tried to do is to develop job
descriptions that are concrete enough to eliminate overlap as much as
possible.

Dr Pattman (Newcastle upon Tyne): In a recent paper from the
Communicable Diseases Surveillance Centre, somebody who was
labelled as a ‘good Samaritan’ nursed a neighbour, who subsequently
died of AIDS. This lady has developed HTLV III infection. The only
known risk factor was eczema on her hands. In view of this, would
you as a nurse take any special precautions in attending to patients
with AIDS or HTLV 111, if you had eczema?

it alabdae tanl T
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stand by the infection control guidelines which have been drawn-
there was seroconversion, it might well have been because the ne
bour did not wear gloves or take proper hygiene precautions,

Professor Michael Adler (Middlesex Hospital Medical School )
questioner quoted a fairly unusual case, the epidemiology of whic
uncertain and very unusual. ] suggest that everyone should read
New England Journal of Medicine for the week beginning 2 Febyy
1986, which reports an extremely good study of the risk of acqui
HTLV 111 by casual contact, which is nil.

Delegate from Dartford: 1 was impressed by Gayling’s talk on
control of infection and by her enthusiasm for her living patient
wonder if she would like to say how the dead are managed. F
example, are post mortems allowed? Is cleaning of the body permitte
How is the body disposed of — by cremation or burial?

Gayling Gee: The CDC has issued control guidelines for mortician
In general they are the same as for any other infectious disease
as hepatitis B.

about performing autopsies on AIDS patients. There is a need to desig
facilities that really ensure protection for the pathologists.
Unnamed Delegate: What do you do about patients as they approac

care unit?
Dr Volberding: We have never had a policy against ventilation, o

against intensive care unit admission, for any patient. However, we
have found that more and more patients are declining mechanical

ventilation, once they understand the issues about their chances of

survival. This has meant that, although the number of in-patients in -
our hospital has increased, our use of the intensive care unit is almost

nil; this is not at all what we expected.

Dr Pinching (St Mary’s Hospital Medical School): The first point I
would like to make is that clearly you did not develop this extensive
staffing overnight; I know that you worked very hard to obtain it. The
key issue seems to be to have enough staff available to avoid ‘burn-
out’. What do you think is an appropriate strategy for ensuring adequate
staffing through the medico-political process? My second point is that
this disease is now emerging as a much bigger problem, in Africa and
certain other countries with limited resources, than any of us are
yet facing in North America or Europe. How would you adapt your
experience to places without either medical or economic resources?
How are we going to adapt your very good model to situations that
are clearly very different from your own? I know there is no easy

itals in the United States,
hOSfl)ltsf real concern. We get so self-centred about our own local
are .

it is i s to hear about Africa, and the
D blems tltlk?ifklltl)lss igglzof;iaell:hiose; of the world. The most .im-po.rtant
D oone \flof our programme, as Gayling said, is its multidisciplinary
componzgd this aspect should be applicable everywhere. Programmes
nature7h{ere will benefit if a team approach can b; developed, E)oth to
;:zf')ewrx:t burn-out and to get other opinions on difficult cases. That is
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r. but what are the key issues you would pick out to tell the
er,
ies?
in those countries’ . .
j)(:ri/olberding: There are no easy answers. 1 thmki ;2:; Sliiggti}; A
own .
staffing depends totally on your Q !
e o i elativ in San Francisco was
i i the problem in Sa .

was relatively easy because : : )
“"Jsellt simple. The fact that we have only one university n”lxejditchae
atl‘; ig the city and a gay community which was, until recc?nt d}, the
ooaroup at risk for AIDS, and was so open and well orggng cwas
fyr?: AIDS, made our job comparatively easy. The sxtu;tgx;v o
: Oh more complex in other places, for example New Yor 16}1.t n
éitic’tion the gay community’s relationship to the city gove;rlr:jmthere
‘qanrar;cisco and the political power that this commu?xftyrx:/};z rzquireé
< ’ . . . . Or O

i ting and obtaining supp :
ere very effective in reques : up uired
ifﬁng )é)ur situation is probably unique, and it is not going to
z;sy in most other cities, even in thed[{mted tlSltatessi_mations sou il
i t of our model to other ,

Concerning the expor

I to other
i it is di It enough to export our mode O
e e nit e let al%)ne to the Third World. This is an

=

easy to say, but I doubt if such thoughts mean much in Africa, where
&VeoJ le are lucky to have a drug, let alone a doctor. . don of
P Gelvling Gee: One way to help is to encourage the or.r?a o
S ' ithin hospitals and within communities.
AIDS task forces, both within L C unities. Sue
i lly determining wha
ask s might be a good way of. rea : .
adesekdioar:: ancflg then finding the easiest ways of meeting those needs
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St Mary's Hospital, London, UK

ntroduction

This chapter, which describes the counselling of those who are HTLV
111 seropositive, and those in high-risk groups, has three main parts.
First, I explain how we, at St Mary’s Hospital, deal with our patients
in high-risk groups, and I concentrate particularly on the giving of
information. David Miller’s chapter on AIDS patients (Chapter 17)
discusses the reactions, not only of AIDS patients, but also of sero-
positive patients, so that our chapters overlap and should be read as a
whole, in order to get the full flavour of our work. Secondly, 1 consider
the high-risk groups and what we must do to help them. Finally, there
is a brief overview of the whole issue of health education and what
must be achieved in order to stop the spread of the HTLV III virus.

TESTING

Before discussing counselling, however, 1 must mention antibody
testing. My view is that any testing should be for the benefit of the
patient. There is a case for encouraging some people to be tested, for
instance those women in high-risk groups who are pregnant, or who
wish to become pregnant. It is also my view that, once patients have
heard all the issues relating to testing, it is ultimately their decision
whether they should be tested or not — and that includes the example
above. Testing should always be the patient’s choice, and should always
be for the patient’s benefit. Furthermore, I believe that testing should
also be done on the basis of fully informed consent: patients must know
the implications of the test, they must know what it means, and they
must be informed before they agree to it.
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Where tests are of little value

There are two purposes for which I think that testing should not b
used as it is of little value in those situations. First, testing should g
be done simply to protect clinical staff. There have been no cases
AIDS among hospital staff as a result of their duties. Similarly, the
have been no cases of HTLV Il infection contracted by hospital sta
in the course of their duties, except for needle-stick injuries, whe
people have inadvertently microinoculated themselves with infecte
blood. Even here, there has been only one case of confirmed HTL

III transmission, with a further two ‘possibles’. This must be contrasted

probably been hundreds, or even thousands, of unreported needle-stic

injuries as well. The HTLV 1II virus is really not very infectious: w
know, for instance, that it is much less infectious than the hepatitis

virus, because there have been a number of cases in which needle-stick
injuries occurred involving blood from patients who were infected with.
both hepatitis B and HTLV III. In those cases only hepatitis B was.

passed on.

In terms of the safety of clinical staff, the answer lies not in HTLV
I1I testing but in the improvement of all clinical procedures and in the

assumption that all patients are a potential source of infection. In our
clinic at St Mary’s we see patients aged from 17 to 70 years, both men
and women; it is hard to believe that many of them are in high-risk
groups. In fact, many of them do not realize that they are in high-risk
groups — for instance, the female sexual partners of bisexual men may
not know what their husbands are doing in the evening. We cannot
rely on the test to protect health staff, nor should we aim to do S0.

There are two areas in which safety measures could be improved
immediately: it is vital that dentists should wear gloves, masks and eye
protection, not to protect themselves from HTLV 111 infection alone,
but also to protect themselves against other blood-borne infections; in
addition, anyone who takes blood should wear gloves.

The second purpose for which the test is probably of little or no use
is source isolation: i.e. by testing people, we cannot actually prevent
the spread of the HTLV III virus. Few people in high-risk groups will
come forward for testing, even if encouraged to do so. This is known
from the experience of other countries, where only a tiny fraction have
come forward. It has repeatedly been suggested that the situation would
be different in a small town, and that if everyone in that town were
tested, then they could be kept free from infection as they are confined
to such a small geographical area. In my opinion, this would work only

and, at the same time, will
mitted diseases.
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;with barbed wire and cut all road and rail links into the tqwn.
owever, as most people, including those in h1gh-r15}< groups, occasion-
ly travel outside their home town, this approach is unlikely to prove

uccessful. AIDS is spreading nationally and will continue to do so. It

‘ ’ t of ignoring everything
t be handled on the ‘potato patch’ concept of
2:; the immediate environment. The same advice should be offered

o everyone, whether they are antibody positiye or not, .and whether
hey have or have not been tested: the same advice that will keep them

1 and that will prevent them from passing on the virus if the): e}r’e
tive, will prevent them from catching it if they are seronegative
; prevent them catching other sexually trans-

el
roposi

It has been suggested to me that it is easier to counsel someone who

i i : i is 1 bably true, lack of that
cnows their antibody status. While thlb.IS pro ) ‘
1}:xr;gv\/iedge does not prevent any difficulties from being overcome. With

t .
patient knows his antibody status or not. We cannot adjust our methods

to suit ourselves — we must put the patient first.

ime and care, exactly the same results are achieved, whether the

Patient counselling

PRECOUNSELLING

- , 10
What happens when someone comes to our clinic at St Mary’s Hospital’

_ First, anyone who asks for the test will be precounselled; that is

absolutely essential. At present only about 20-«25 pe(ziple a weell:: z;z
asking us for the test: this is partly because, in Lon_ on, pgo;r)n c are
very sophisticated about the test and understand the xssx;e;s.k tﬁat o
in very low-risk groups, for examp]e; those women wh(? thin fhat the ty
might possibly have slept with a bisexual man som‘etlme 1(;\ e g)abb.,
When people have heard the issues about this test .disrcx.xsse , P bably
only about half will go on to be tested. The sxtudtlon{was rdden
different just after testing was introduced, when thgre wahs tatshue den
rush of people to be tested. Because we.do not believe tha the test
can be used simply as a basis for counsellm}g,. we consider it n}c_c:;s M}(
to counsel all those people coming to clinics who are in hnb 1—r{ }lt
groups — they must all be reached, reggrdlgss of whether t fey w(;
to be tested or not. In doing this our aim is to maintain a rlen‘ ‘y;
personal and caring approach. To get peoPle to accept char}gé — rtnaij(i)n
change — in their lives, they have to behe\{e that. we are interes Z( o
them personally and that our interests are in their we.l‘l-abelmg_,‘ ano e
must back up any advice withﬁ reasons for that advice. It is n

M~ L1 MNeasavian chont
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intercourse, we must explain wh i
s . y we are making those sy i0]
There are two specific issues which it is vital ; s
Zztthfl:l precounselling stage. First, we need to explain what the:
is nuoat y m‘eans — many People believe that this is a test for AIDS
o a test for AIDS: it is a test for the antibody. In other words:
HI/iS‘; \t/o see \/Svhether someone has been infected with the HT
virus. Secondly, it must be made clear that
themselves to be seropositi I find it almost mpesaie o "
hem seropositive will find it almost i i
life insurance. Life insu i e bt an ot
: . rance companies stipulate that an applica:
1.t . - l
g:zz; Sdi;cl?se e;lnylhmg which is material to getting life insura(npclzl'mt?i
¢ at such applicants must tell them if th i i
if they do not, and the con C olicy wil oy bosity
: , npany finds out, the policy will
void. Because of this, anythi s linked to life ingurance . o
, anything that is linked to life i is simi
aifoctod oo o this, anyt Insurance is similar
: ortgages for example. Getting a
be difficult, if it involve ing i Ruestionnaire: oo 48
B es filling in a health questionnai
ficul : nnaire; those
on being asked if they know of any health problem, write ‘I am H%llio

I positive’ on their f i
po orms, are unlikely to be st 3 candi
addition, there are personal d o peandidates. 1

a

need a lot of time and care to help them to adjust. The patient must.

nice if you were negative, but h
o . . . ’ ave ‘
thought through the implications for you if you turn out to be positigg?Lf .

be told: ‘It would be very

In other words, we
) must make the i .
testing. m think about the consequences of

COUNSELLING — AFTER THE TEST

W
Whﬁetizrli(})]te ;frelybprecounsel, we also counsel people regardless of
ave been subsequently tested or not. R A
outcome of the test, the sam er Tl e
) ¢ rules apply. Howeve i i
here the counsellin . o be veropene
g of those people who turn out iti
They arc e 12 O ut to be seropositive.
ont of us; they are very ups i
result; they are very anxio i ey are saina St
; us and worried, and they : i
a battery of questions for ’ 2 be siven e 1
. us. Of course they must be gi i
ventilate their feelings abo i tive o here is some
ver 2 ut being seropositive, but th i
information which we must i i bty o
impart to them. First, we must h
o : art to . , st help ther
:;)eu;dex;stdnd that be.mg seropositive is not the same as having AKI)DS ——Ij
ust get that point across. Although about 10% of infected gay

e 3 T s v~
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aation will be in the future. In the longer term, more may get AIDS.

the other hand, those who were infected early on may have had
sre co-factors and hence their risk of AIDS may have been higher.
.vertheless, we can tell patients that, according to our current knowl-
Jge, only a small minority of infected people will subsequently develop
DS. However, even though they are well, they are still infectious.
is is something that people do not understand at all well but it is a
ally important point that we must get across to them. (Incidentally,
unsellors tend to have their own ‘pet’ ways of handling this particular
roblem: they usually explain it using an analogy, such as a typhoid
arrier, or a hepatitis B carrier. However, I personally feel that such

analogies should be avoided because it is very time-consuming to

xplain the transmission of, for example, hepatitis B, and at the end

of a conversation when employing this analogy, a patient may be very
unsure about what they are infected with — hepatitis B or HTLV III!)

t is crucially important to explain that there are things that patients

can do to keep themselves well: in particular, they must avoid getting
other sexually transmitted diseases because we believe that these dis-
eases will push someone who is HTLV IIl-positive into a worse state

~ of health.

Another issue is that of live vaccines. Vaccines are of two types —

live and killed. We do not think that killed vaccines present any

problem. However, live vaccines may present two problems: first, many
people who are seropositive will be immunocompromised to some
extent, even though they may not be symptomatic, and there is a risk
that the vaccine, which would cause no problem in someone with
an intact immune system, may cause problems in someone who is
immunocompromised. The second point is that the antigenic challenge
from a live replicating virus is probably much stronger than that from
a killed vaccine and therefore is a potential co-factor for the devel-
opment of AIDS, although it remains a theoretical risk for which we
have no clear experimental support at present. The live vaccine problem
is a real one for people who have to travel abroad as part of their
work. Patients who think that they may be infected should tell whoever
is giving them a vaccination that they should have killed vaccines only,
if at all possible.

It is important that people who may be infected should take care of
themselves: they should have plenty of rest; they should take plenty of
exercise; they should eat well. There is no special AIDS diet: if there
were, I would have written a book about it and made a fortune in
America as such a book would combine the two best-selling factors —
diets and AIDS. Sensible eating is, as always, the rule. Patients need
not live exclusively on brown rice and nuts, but should not live entirely
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N . .
hat advice are we, at St Mary’s, giving to people who cor.r:je Jﬁ 2\(1)-
aabou’t safer sex? First, we are adv1smg .people to avoi o gnal
1Cc,i anal intercourse: in fact, we are advising them‘ to avozive -
'ecourse altogether. For someone who cannot, or »\\;\1,11 Eo;,“gthat ﬁ
) i ibility. We know
1 e of condoms is a possi '
Hsedurda issi Iso should prevent the acqui-
‘ iral transmission, and also s p
et sexus itted di hould at least reduce
seases — OI shou
other sexually transmitted di . st reduce
mml: o roblem with condoms is that those demgngd for Vagma}l: m’celre
e t%ar break or slip off when used for anal' intercourse. eéna X
g rts'iutes I;aving anal sex have reported a 50% failure rate 0;1 CO}?' (er
i ;ed for vaginal use. During anal intercourse, thei anal sphin °r
eSlginto spasm and causes far more pulling and tearing thanloccuc-
ot vaginal intercourse. We cannot, therefqre, completely r;,et
ulrmégnd condoms. However, there are some coming on to the ma1; »
éﬂ ?;16 moment which are specifically demgpgd for analdmteriol?nov;
hey are difficult to obtain outside major cities and we do nicl)- o
et {Vhether they are really safer. At the mcgmg:lnt t\ge s;ci:ytfhixrrllgg our
i — that is probably the .
that they are not safe / {hat
P if they are to be used, it should be wi
i an do. However, if they e ! i ‘
ylyot;lriggnt We believe that a spermicidal lubricant is best, }s;uch as t::r)iz
> ' i i because there is
: i tive diaphragm or cap, ’
used with a contracep : : ‘ e athongh
i g icide itself may inactivate , .
evidence that the spermicide its . tvate the virus, altioue
tion it will offer in real life
how much extra protec ot orac
i i e should be avoided.
nprotected vaginal intercours _ : !
theftJ rﬁany men ar:é bisexual. If people are gomé; t;) co.nlt{lrm:;l ;3 2}aum
s:
inal inte they must understand the 118 .
casual vaginal intercourse, e
n must use back-up con ptive pre
e a condom and the womar ‘ o e
g:mtions because the risks accompanying pregnancy are s{o greatti 1}1;1 -
disease ’We are advising people to avoid oral sex — at Iebdstt Svré | more
i ' j irus is present in semen but w
known: we know that the viru \ . o
;\’Snow whether getting ejaculate into one’s mouth can be ?{f)zcngt aiSrl o
i est not, but we canno
idence as we have, would sugg - we cannot in
eZt Avoiding oral/anal sex — often called rimming — is allso kwt: ,
’ éafer sex is easier with fewer partners. Provided that piOp [C{ . ‘ieser
totally safe sex, they can have as many partners as they IlW ee. How hel};
the fewer partners, the easier it is to keep-to sjafe sejf(.they o
i i romising situations: 1 nk,
our patients not to get into comp : e
for e]z(ample, they are less likely to be able tg) ;;ut Satfj) srcf;( glrteo g:;é:ecﬂy
asturbation and body rubbi .
We know that mutual mas ' . foctly
safe activities, and that these can be ‘engaged‘ in Wxthout t}:.e ;ts o
transmission. Nevertheless, when we discuss this w1th. our patie L
vrital to relate it to the real-life activities, i.e. how will they ltr;t:; fuce
the topic of safe sex with the people that they meet and have in

as possible: although a little stress is good for us, and we shoulq
advise our patients to wrap themselves in cotton wool, nevertheleg
must convey to them that most people can reduce some of their st
They should also cut down on recreational drug use, particularly nitrj
or ‘poppers’. While we are not sure which of these pieces of advic
exercise, rest, good diet, stress reduction — are important in HTL
T infection, they all allow patients to do something to help themselv
thus giving them a feeling of being in control; in addition, we belie
that any or all of these factors may be important. ,
The next vital issue is that of telling patients that they can actua
pass this virus on to other people. The only way in which this can.
tackled is to explain about the transmission of the virus directly to ]
patient (which means that the counsellor also must understand it
order to give the patients a convincing explanation). A mere list
‘dos and don’ts’ is pointless because if patients do not understand th
principles, then they will not know how to act in an unfamiliar situatio
If we are asking a man to change his entire sex life, we must have
some valid reasons for our advice. e
With regard to the transmission of HTLV I, we know of three
methods by which this is done. First, we know that the virus is infectious
in semen: we know from Australia, where women were found to be
infected from artificial insemination by donor, that semen alone . is
sufficient for transmission. Second, we know that the virus is trans-
missible in blood: it is transmitted in transfusions, in needle-stick
injuries and in blood products (or at least, it has been in the past).
The third method of transmission also involves blood: the virus is
passed in contaminated needles and syringes between intravenous drug
abusers.

At this stage it should be stressed that there are no known cases of
transmission from someone who is bleeding, to another person. We do
not know of any cases of someone cutting themselves in the street and
then infecting other people. Provided that one’s own skin is intact, I
do not think that there is any risk of being infected in this way.
However, breast milk, even that from which cellular material has been
removed, is infectious if the mother is seropositive. On the other hand,
there are no known risks of transmission (and no known cases of
transmission) from saliva: the virus is of low titre (i.e. it is extremely
dilute) in saliva. Similarly, although the virus is present in urine, a
small amount of virus in half a litre of urine does not appear to present
a particular problem. In the same way, tears (which have caused panic
among some opticians) are not hazardous. There is a great difference

between being able to grow the virus in the laboratory, and it being
infectious in real life.
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t is also a matter of common sense and a duty we owe to our patlents.
o. ourselves, are very careful about confidentiality, and I believe that
'ca’l authorities have a similar duty to their clients.

160 Counselling

with. How, for example, will they get the message across over the noj
of a disco, or in a club. These considerations must be thought throug
with each patient.

It is fairly straightforward to tell our patients not to give orgaj
blood, semen or breast milk, if they are in a high-risk group. Tattooin
ear piercing and acupuncture should be avoided. We advise patients
tell their doctors and dentists of the situation, so that they can monit
patients’ health. Anyone who thinks that their doctor or dentist is not
sympathetic, should change them — 1 personally have a list of oth
(sympathetic) doctors and dentists for anyone who does not have.
good relationship with their medical adviser, and who does not fee]
that any information will remain totally confidential. Patients should
not share blood-contaminated items, such as razors or toothbrushe
with other people: we have read nine sets of infection control guidelines
and found that the single most consistent piece of advice was to avoid
sharing a toothbrush. Looked at in this way, the toothbrush is clearly
a major health risk of our time! I personally do not think that HTLV.
III can be caught from a toothbrush, but there is a theoretical risk, so
the answer is to buy your own toothbrush. Patients should also know
what to do if they bleed — they should stop the bleeding, mop up the
blood with a paper towel, flush it down the lavatory and wash any
surfaces down with diluted bleach (one part of bleach to ten parts of
water). With clothing, if it is heavily contaminated with blood, it can
be boil-washed or discarded, but just for the odd spot of blood or for
clothes which are not contaminated in any way, a hot wash should be
sufficient. Vital, too, is caution about whom patients should confide
in — we have had many examples of people telling employers or other
people about their HTLV III infection and being surprised at the
appalling reaction that they get from them. We must discuss with the
patients just whom they propose to tell, and we must ensure that they
have thought it through before telling anyone else.

What is not a risk is everyday casual contact: there is no risk from
the bathroom or lavatory; there is no risk from cups, plates, knives or
forks. This is not an airborne virus, and kissing and cuddling are quite

'he main risk groups

What are the implications for the main risk groups? First, this is a \(;11‘1}5
vhich incorporates itself into the chromosome of thg hos't to lzro nyce
lasting infection. We believe thaF peopk; may b? infectious hor i eé
econd, this is a highly variable virus. Diffel'exlt isolates of t ; v1§u

ary by up to 10% (which is a lot for a \flrus), more even than gr
afluenza which is, itself, a highly variable virus. It f:z}nnot be gs:sufn'ef :
_therefore, that just because two people are seroppsﬂwe, that {t is ‘sa ef

or them to sleep together — they may be carrying different strains o

the virus.

HOMOSEXUAL MEN

The first of the main risk groups to be considered is that of gag
men. Numerous men in the population are homosgxual, or have ha

homosexual experience at one time or another. Kinsey showec}l1 that,
throughout their sexual careers, 5% of men were exclusively homo-
sexual; 12% of men have been homosexual for at least 3 years gbety\/ee‘n
the ages of 15 and 59); 17% of men have had at least one eprenenui
of orgasm with another man (this means physu(:)al contact,h ut 11:0(1
necessarily anal intercourse); so that, overall, 34% of men .ave al
some homosexual experience. Many people start out their sexua
careers as homosexuals but then change: others start as heterosexuals

being homosexual.

angi?s(:;esta?d tha% people could not be separated iqto homosexuals,
heterosexuals and bisexuals because there was a continuum aqd many
people moved through this continuum during the course of their lives,

safe. from being exclusively heterosexual to b§ing exclusively hompsezueil};
but with many stages in between, and th}} many people having bo
hetero- and homosexual experiences. Relatively few gay men are — or

CONFIDENTIALITY were in 1978 in California — in close-coupled monogamous relation-

ships, and this was one of the reasons why they were the first rls'kI
group to be struck by AIDS. Gay men tendeq to have more sex;léi
partners than heterosexuals: for instance, Saghir and Robbins (1? !)
found that 94% of the homosexuals but onlyA21% of the heterose;;ua ?C
sampled had had more than 15 partne‘rs fiurlng their lifetime; 75% o

S L2 L emen thnae
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If we are to test people, we must guarantee confidentiality. The Sexually
Transmitted Disease Regulations mean that Health Service employees
must not pass on information to anyone else about a person infected
with a sexually transmitted disease, except for the purpose of treatment
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land show that we are in for a major epidemic among intravenous
g abusers, up 1o 50% of some samples studied being anti-HTLV III
ive. Intravenous drug abusers get the disease because they share
ses with other people — that is the only reason. Some work by
aldine Mulleady and myself (Mulleady and Green, 1985) showed
{ 50% of i.v. drug abusers in London shared needles, and probgbly
vould find that all i.v. drug abusers have shared them at one time
another. The answer is straightforward: we must make clean syringes
d needles available (possibly on an exchange basis); we must makfa
‘m available easily; we must make them available now. The dif-
culties that we have in putting those simple steps into practice are,
t, that it is sometimes seen as conflicting with the aim of society to
uce intravenous drug abuse, although I do not accept the argument
valid, and second, that at the moment the main arm of treatment
n drug-dependency clinics is through oral methadone. There is a
onflict between, on the one hand, prescribing methadone and on the
ther, telling people to use clean syringes: however, we must overcome
his difficulty; we must stop the spread of the infection, and we must
et the clean syringes to the users and persuade them to stop sharing

162 Counselling

30 partners. The preferred sexual behaviours of gay men at that
were high-transmission risk behaviours, particularly anal interat
wh?ch was practised by 80% of men in one survey. Those .
which we consider to be totally safe, such as mutual masturb'll:t)'ra
body rubbing, were preferred much less. e

In a study of gay men attending the STD clinic at St Mary’s, o
homosexual men, 10% were, or had been, married at the tir;1e
were seen; 50% had a steady partner but not necessarily a sf
monogamous relationship. Again we see the pattern of high-risk séa
activities being preferred. In the 6 months before interview, 10% }
been monogamous; 70% had both regular and casual par;ners(‘)‘ :
13% of our sample had had sex with a woman, again showin’ ‘
overlap between the heterosexual and homosexual populations g’{‘h”
group had a very high rate of sexually transmitted diseases w};ich ;
one of the reasons why gay men show a particularly hig,h rate
development of AIDS: they have many co-factors.

To what extent is the behaviour of gay men changing in the Unite
Stgtes.? We cannot rely on data from other sexually transmitted disease
to indicate transformation. Evidence suggests that highly sexually acti
gay men in San Francisco in 1982 had 40 partners a year; today t
rate is 10 partners a year. So men are cutting the numb,er of ytheiyl
partners a}nd the rectal gonorrhoea rates are falling. However, in the
same period, the level of HTLV III infection in San Franci;co ha
quadrgpled. The numbers of infected partners that a gay man will mee
today in San Francisco with ten partners a year, is exactly the same as
he would have met in 1982 with 40 partners: it has not made any real
axfference at all; the issue of rectal gonorrhoea is a ‘red herring’. We ;
gfheve glat t?e same thing is happening in the UK: it is not cultting |

€ number of partners, but i ; :
st gt i agzross' the adoption of safer sex that matters; we

We believe that gay men have a very high level of knowledge about
HTLY Il and AIDS. The problem is not the lack of knowledge but
the dffﬁculty of putting safe sex into practice. A set of guidelinescis not
sufficient: support, help and practical advice are needed. That is wh
voluntary groups such as the Terrence Higgins Trust (see pages 923z
231) and Body Positive are so important; that is why counselling :s S0
xC:;]portant; and that is why I have doubts about the ability of a
beoh\;irii;lnrer;; sg;)en;f)red information-only campaign to modify sexual

IS

HETEROSEXUALS

Will this virus spread to heterosexuals? I believe that it will: it will
spread slowly, but it will spread. _
First, as Dr Tony Pinching and Dr Jane Wadsworth have pomted
out (personal communication), the spread of a sexually transmitted
disease in the community is related to the number of people who are
infected, multiplied by the aumber of sexual partners they have a year.
Some arguments say that the disease will not spread to heterosexuals;
I have no faith in them whatsoever. The first argument is the low rate
of transmission from infected men to women, a rate usually given as
10%. However, these figures are from haemophiliacs, and I do not
believe that we can generalize from haemophiliacs. Data from artificial
insemination and from other small studies involving other groups of
high-risk men would suggest that the true rate of male-to-female trans-
mission may be 30-50% — very similar to the rate of male-to-male

transmission. o
Second, there is the apparently puzzling issue of the allegedly low

rate of seropositivity among heterosexual men in New York, despite

the fact that many New York prostitutes are seropositive, intravenous

drug abusers. However, the answer may be simple: the main sexual

INTRAVENOUS DRUG ABUSERS

i liiili o mmnntibiaban e Aval cave whan

o «r 1

The second group is the intravenous drus ahncers Thau ara anonie -
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reason why they are not spreading the virus. I do not belie
virus is different in Africa, where there is no doubt that Vf 'th
he.t?rosexually transmitted. In this instance, the main fl o
mltx.ally, prostitution. There is also no doubt’that S0 man o
Afrxc_a are now infected with this virus that it no longer mattZrE eOh
prpstxtl}tes are used, or how many partners one has. The epid .
raised itself above the level at which it needs to rely on sﬁcherfmC
.What will happen in the United Kingdom? I believe that th .
will spFead to heterosexuals, but very slowly at first. If it risese b
a certain level it may begin to accelerate, but there are no signs z}‘ \
at the moment. I strongly believe that we need to teach gn T
man or woman who is going to engage in casual sex, or is mere}ll }'00
to have intercourse with someone they do not kno;v very well ytb
a c‘ondom‘ There should be a packet of condoms in every s?exz
active man’s pocket and in every sexually active woman’s handbz?
Proper use should prevent HTLV III transmission and reduce the ;
of gonorrhoea, syphilis, herpes and wart virus, which may be r IUS,
to the upsurge of cervical cancer in our society. o

Effective health education

I believe that we now need a strong health education campai n'
How'eYer, advertisements in newspapers and on television alofe grT
not going to suffice. People need personal contact: they need to cliscuse
the issues involved with other people as well. To have a chance o*sf
success, any health education campaign must be backed up by appro-

priate counselling, whether that is supplied through hospitals or whether

1t is supplied through voluntary organizations. Money — a great deal
of money — must be put into this campaign, and not simply for full-
page advertisements in the papers.

Do not underestimate this disease, just because there are so few
cases at tl}e moment. As Dr Mortimer has already quoted “You ain’t
seen nothin’ yet’! If we are to stop the spread of this virus we must
find money and we must find it now. Tomorrow may be too late
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o all mark our lives by anniversaries®, but for those with a life-
catening illness, anniversaries have a particular poignancy. For this
cason, and with Dr Pinching’s consent, I would like to dedicate this
hapter to those of our patients who did not survive to this anniversary,
nd to those who are looking forward to anniversaries next year.
without their generous discussion of their own experiences, the devel-
pment of our understanding — individual and coliective — would not
e possible. In counselling, we must remember, primarily, to listen to
ur patients, for they are telling us the diagnosis.

What is AIDS counselling?

Counselling of seropositive patients and of those with AIDS is the
process of facilitating understanding. This facilitation applies on several
levels. First is the personal and emotional level, at which the patient
has to come to terms with the horrifying idea that he has reached a
point of no return, in that there is no return to full immune efficiency.
It also involves managing the shocking realization of personal mortality
and vulnerability, which many patients have not had to do to such an
extent previously. In addition, patients have to understand their own
reactions to all the nebulous feelings of fear, anger, frustration,
euphoria — particularly in the presence of (often) selective and sen-
sational media reports. Counselling, on this personal emotional level,
also means facilitating understanding of what an individual can do
about all these factors.

The second level is the social level, which involves the generation
and encouragement of understanding in patients’ loved ones, friends,
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assqciates and colleagues. A crucial point is that it involves helpj
patients to understand the logic of those persons’ fear and prejucﬁ‘
and rctvolves around the issue of ignorance. We must bear in mindt
there is no vaccine nor any cure for HTLV III disease at present, so
only v.iable way to halt the spread of this epidemic and the som’etiin
hysterical reactions to it, is by the motivation of behavioural chan
We must educate, and in terms of facilitating social understanding
cannot afford merely to provide support for, or limit our scope
those with AIDS or who are seropositive: we must also provide support
education and counselling for hospital staff, for those with affecte
pe?op]e in their workplace, and for the general public who have peopl
with anti-HTLV III in their community, and we must do this as so%
as possible.

REASONS FOR REFERRAL

We started seeing people with HTLV III disease and AIDS in 1983
since when we have become very heavily committed clinically, edu

catlionall.y and in research. Our referrals have come from STD clinics
nationwide, from general practitioners, community agencies such as’

the Terrence Higgins Trust, drug-dependency units and haemophilia
centres. We also get numerous self-referrals, particularly since public
testing became available. Table 17.1 shows the various reasons for
referral to our clinic, showing the types of referral pattern that were
seen u'ntil the time of publicly available antibody testing. The Table
underlu}es the point, that everyone in a patient group is acutely sensitive
to media reports, because any account of research into this disease is
for them, a lifeline. ’

Table 17.1 Reasons for referral
for counselling

Reason™ Percentage
AIDS diagnosis 30
HTLV I + PGL 30
HTLV III only 17
‘Worried well’ 18
Lover/family S

what is going to happen to them next — how their lives will be affected
both in the short and the long term.

Shock is an important symptom, particularly in the context of coun-
selling, because although most people know about HTLV I1I disease
and may be prepared, intellectually, for the worst, there is a great
difference between intellectual and emotional acceptance; this may
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nptoms and psychological implications

acertainty is one of the most common themes (probably the most
ifficult) throughout our work. A major problem faced by all health
(aff is our inability to remove this uncertainty. People with HTLV 1l
nfection are uncertain about the incubation period: they want to know
ow long they may have to wait before they can be sure that they are
ot going to get AIDS. Similarly, many people are very well informed
bout the virus and about the antibody test: if we say to the worried
ell “Your test result is negative; I hope you appreciate what this
1eans?’, they may say ‘But I know that there is a false positive and a
alse negative rate in this test, so how can I trust what you are saying?’
cople who do have a firm clinical diagnosis are also uncertain about

result in emotional ventilation, anger, denial or avoidance. This is
important because, when people are in a state of shock, they are no
longer thinking clearly. For example, one of my patients was given
several hours of supportive, educative counselling by a consultant who
stressed repeatedly to him that he did not have AIDS: when I asked
the patient ‘What did the doctor say?’, he looked me straight in the
eyes and said ‘She told me I've got AIDS’. That is what shock can do,
and that is why our counselling takes place over many sessions.

Anxiety is fundamental; it is an interesting disorder because it can
generate many misleading symptoms in the patient. When people are
anxious, particularly for long periods, they develop somatic symptoms
such as nausea, diarrhoea, trembling, sweating, pains or skin rashes —
a symptom pattern that seems to fit the very symptoms that they most
fear. Table 17.2 gives a few reasons for anxiety. First, patients are very
worried about the reactions of other people to their bad news. They
are also worried about the risk that they present to other people, and

Table 17.2 Reasons for anxiety

Reactions of others
Risk to and from others
Prognosis/quality of life
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that others present to them. I know one particularly nice person
whenever he was invited out to dinner, always took his own I
crockery and glassware in a plastic bag. Before he received coun,
he would not let anyone else touch these, for fear of passin
infection, and rather than washing up his plates at his host’s ho
after the meal he would replace the dirty items in the bag, take {
home and virtually sterilize them. He also had another plastic
containing household bleach, disinfectant, air freshener and rags,
whenever he used someone else’s lavatory he would scrub it unti
was completely spotless. Needless to say, he was always invited b
This story illustrates how disruptive such fears can be: in a settin
ignorance, people set over-cautious standards for themselves. I
casily can be made different, with a little sensible health educatio
People are anxious too, of course, about their prognosis and how.{]
infection is going to alter the quality of their lives. Indeed, it does alt
it: we should be under no illusions that this test is like any other;
most certainly is not. The impression that I consistently receive from
my patients is that having HTLV III disease has been a complet
personal revolution which has turned their entire lives upside dow
Everything — work, finance, standard of living, sex life — is affecte
However, people are amazingly resourceful, and counselling those with
AIDS or HTLV III disease does not necessarily involve unrelieved
doom and gloom. The courage, determination and humour shown by
some of our patients is often inspirational. It is interesting that when
patients have come to terms with their diagnosis, their anxieties are
often no longer about the possibility of dying, but about dying alone,
abandoned or in pain. We have a responsibility to our patients to
reassure them that we will not let them suffer, they will not have to
endure pain; the evident relief shown by patients over this news indi-
cates its importance to them.

Control is the sense that people have about the way that they can run
their lives. Those who experience a loss of control feel that they have
no ability to determine what is happening to them; it is all dependent
on something else — in this case, the virus. We contribute to this
feeling by our ‘medicalization’ of the patient: when he receives a
positive diagnosis he is admitted to hospital for more tests and biopsies;
he is visited by five or six different consulting teams; he is poked,
prodded, questioned, and left in a daze to wonder why he is treated
as a medical novelty rather than as a human being. We should not
have to remind people that our patients are ordinary folk, with con-
ventional fears and feelings. It takes so little to address them effectively.
In many patients, personal control is undermined because the virus has

context in which to manage this information. It is also vitally
no

mulated policy for admitting suicidal seropositive patients to hospital,

VY NS v,
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vs waking up with a cloud over her head, which would never
way

: he absence of a cure contributes to this sense of lost control.

vay. T

ssion is one of the major issues in counselling, for several reason;.f
rgist is, again, the lack of any cure, which tht.ls }eads to a senlse !
e 1 ssn’ess or helplessness. In addition, the hmwts that are p.‘icci
i 6:gne with AIDS or with HTLV III infectlor}, can contri ule
E;Ill; to a sense of depression, seen usually as a thh?rawa}l. Pe?ogde

, jecti i i or imagined.

tion and isolation, rea
et depressed about rejec ' : maginec

o eopli have scenarios in their own mmd‘s of what thls’ dlsejosz
;I;rys pjust as most patients have a stereotyped plctgre of twtr;lat ngig o

A st ther

ike; they are so often wrong and mu
h AIDS looks like; they . A ey
iti ¢ far less painfu

.minded of the realities, which may les )
em]ril:: Many people temporarily become suicidal, a;dk(?ounrsre}i%m%
ot inv izi i 5S0Ci ith suicidal thinking. This 1
qust i ses associated with su g ‘
ust involve recognizing Crises it suicidal e ine
‘ for urging the creation of nationwide ¢
ne of the best reasons g ‘ tionwide counseling

i icul le who are: being to el
ces, particularly for peop  the

elCv;(nowpof six cases of suicide in people who were mtox med th‘at Fh:ryl
ee seropositive; they were handled without sensitivity and were giv
er )

mportant that every hospital and every district should have a for-

to avoid future tragedies such as these.

1 i e i esting psychological issues

[ states involve some of the interesting .
l?sfggsﬁl:n;able 17.3. Most of the people that we see are ;)hbstef;s;zggl
i ir infection, in a way analogous to tha -
during the course of their in : hat enger,

omen. In the context o
dered by the fear of breast cancer in wor , text of I LY
t of a woman who
infection, one example known to me is tha '

glla;nsfgg lmight have had an affair with a bisexual man and. th;refo;et
had been exposed to HTLV III infection. Whepever this C‘; O?g.h
occurred to her, as it did frequently, she woulq strip nakesi anh’sdeatr\;()

her body closely for signs of infection. Despite her having ha

Table 17.3 Obsessional states seen
in counselling

Preoccupation with images/thoughts
of illness

Continual fear of symptom
appearance _

Continual body checking

Social and sexual avoidance

Alns wnnncenvily with donvecdinn
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Table 17.4 Neurological effects of
HTLV I infection

170 Counselling

negative antibody test results, it has taken months for us to be able
persuade her that she is not at risk: this is known as an Obsessivﬁ
compulsive disorder and is very common. These disorders are som'e
times — but not always — associated with depression, when they ms
be easier to treat. ’ 5

Personality changes
Memory disturbance
Poor concentration
Disorientation
Speech impairment

Self-esteem. Most of our work is done in concert with the Londd
Visual impairment

community support agencies, particularly the Terrence Higgins Tru
and Body Positive (see pages 223-231), whose representatives come t
our workshops and help us to educate people about HTLV III disease
Wlt‘hout their assistance we could not function as we do in communit
patient management. At our training workshops I am struck by th
number of patients who state that the issue of self-esteem has, fo
Fhem,. been the most prominent factor in coming to terms with ;hei
m"fecﬂon. Self-esteem is battered in a number of different ways. It is a
cliché to think in terms of the ‘social leper’, but only because.that is

Underlying themes

CONFUSION

With any of the psychosocial phenomena described above there are
two consistent themes. The first is that of confusion, particularly in the

what most seropositives report feeling. People may start to blame:
themselves for the disease, become very self-recriminatory and —=

worse — may start to recriminate about their sexual orientation, which
In turn can create intense distress, both personally and in relatio’nships
Self—;steem can be undermined through rejection in the family, sociall .
and in employment, and we have to work hard to ensure that t,his doe}sl
not occur. Alterations in appearance (e.g. through facial Kaposi’s
sarcoma, z}nd bodily wasting) are an important factor in adjustment to
the new circumstances, particularly if a negative self-image results in
continued social withdrawal and depressive decline. Beauty therapists
may bfa helpful in advising patients, for example on how to disguise
Kaposfs sarcoma lesions on their faces. This may not appear to be
important, but it is very important indeed to the patients who then feel
more acceptable and able to re-enter the community without fear of
be'mg persecuted or otherwise rejected. Such worries must be discussed
with the patients, and ways of overcoming them can then be devised
and encouraged.

'Newo.logical disorders and the prospect of their increase in HTLV III
¥nf_ect10n are, to me, a most distressing aspect of this disease. Although
it is too early to make concrete predictions, and it would be irres-
Ponsnb.le to do so, clearly, where people undergo the sort of changes
!1sted in Table 17.4 — changes which are often irreversible — the
impact on their lives and on those of their family and loved ones is
profound. We must press for the establishment of community resources
for dealing with this problem as soon as possible.

short term — the period immediately after diagnosis or positive test

results. Of course it is understandable that people become slightly
disorientated when they have to come to terms with life-threatening
situations, severe shocks or trauma. However, it is very dangerous, in
that confusion and disorientation interfere with decision making at a
time when very important personal decisions have to be made. Con-
fusion demotivates patients (and can have the same effect on staff) and
can undermine their confidence in themselves and in the staff, thus
affecting the way in which people respond to health information. This
is a most important issue, because health information is the only way

in which we can stop viral spread at present.

INTER-REACTION

The second, equally important, theme that is consistent throughout the
phenomena described, is the way in which the effects described change
people’s reactions to other people in their lives. We come, again, to
the need to facilitate a social understanding of what one of my patients
calls his ‘predicament’. To examine them briefly, first, anxiety alters
the way in which people react with each other. For the anxious person
or patient it can result in clinging and over-dependence on individual
staff or family members. On the other hand, it may create over-
independence, so that they declare ‘T'm going my own way; I don’t
need any extra medical or family help’. The threat posed by the virus
can lead to hypochondria, which is understandable; people with HTLV
1II disease or AIDS also get other ailments, just like anyone else. We

EE LIV § P DR P!
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| | ing intervention
person, and have coined the phrase ‘pseudo-AIDS’ to describe cture of counselling int

phenomenon of people who are so worried about the possibi]
infection that they generate symptoms of their anxiety which
happen to be associated with viral expression, such as nausea, we
loss, pains, rashes, lethargy and sweating, thus apparently confirm
their own worst fears. This can become so overwhelming that §
patients may have to be admitted to psychiatric hospital. Fear is q y
conspicuous emotion in this setting and can stimulate a tremend
drive to find a personal cure. This may manifest itself as an o
religious-like conversion to the ideas of a particular therapist, or to
particular technique. Anger, particularly displaced anger, is a Te
problem because it can alienate the people who are closest to ]
patient. These are often the people needed most by the patient, :
include family, lovers, and members of staff. Guils is quite commo
some people say that they consider their diagnosis to be retribution of
their past sins. Guilt can create the conceptual revolutions referred:
carlier (see Self-esteem) and can interfere with the process of bereav
ment for lovers of those people with AIDS who are dying or wh
have recently died; this can make post-bereavement adjustment much
harder. We therefore have to recognize that our intervention does not
stop when a patient dies: counselling should be available for bereaved
lovers and families after the patient has died. Grief gives rise to
depression, which is seen in many ways, including loss of self-esteem .
resulting in self-denigration and withdrawal from others. Where, in
addition, there are neurological complications, the entire nature of the
relationship changes fundamentally,

Thus all of these factors interfere with the way in which people relate
to others. There are several lessons to be learned, but I will mention
only two. First, counsellors of people with HTLV I infection and
AIDS must recognize that all of these reactions are, to some extent,
normal: they are normal human responses to overwhelming and threat-
ening life events and severe trauma. These normal reactions may last

shows the initial structure of our iptervepti.on. We ‘b‘ehf‘ve
tant for people to be told their dxagnqsxs in a constructive
ple, ‘Well, Mr Smith, I'm afraid it’s AIDS: you hﬁ;g
ly two years tO 1ive”, but something more hkeh “You dosl(;;zr:fee 5% DS
‘ i but here are
ust talk about what this meaps, - her '

\: ethrzt you should know about this condition’. Put advances in
g

o he fore and make constructive discussion about

nt well to t . ‘ :
] E::; that are going to occur. The patient will have plenty of time
ang

i i is. We
" g ith the full import of the diagnosi
o come to terms with ullir ' . _
iegdtucc a counsellor as soon as possible in the post;lchagnos:xc p;octc;sesy
i l i i hile when they meet you:
our patients to ventilate for’ aw :
tllo;)i{xg topbe very upset and it is important not t(z try ttgozuil;dxz
e . . r . . rma 1
rief. We provide info
r way through conspicuous g ‘ . n the
yfsrse oyf constructive discussion and, crucially, we give gigethose
C('feline’: this is a series of telephone ngr}lbers —~Sou.rtsiq and those
of the Terrence Higgins Trust, Body Posxtu(/e, G:y wzi ; N Many
i ili iety etc. (see Appen .
ritans, the Haemophilia Soci ty ete. : r
f)Z?il:nts have reported that having a lifeline is the most important facto

oure 17.1
¢ it is impor
-+ not, for exam

Results given:
Ventilation;

Counselling on safer sex,
infection-control, health
boosting;

Inform lover only;
Provide a ‘lifeline’

v

i i tner)
Repeat counselling (with par
Stege 2: Follow up Questions answered;
Who and how to tell;
Problem-solving; . X
Psychiatric/psychological screening

Stage 1: Informing of results

hours, days, weeks, months or years. I have found it helpful to discuss ) cos

these reactions with patients; to explain why they feel them the way Stage 3: Linking with other serv 1

they do. There is no fixed timc?table for griefvand we should therefore v e : Further counselling
beware of a second important issue — over-diagnosing — for example HOSPITAL gg&“a, services: _ as required
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in these early stages; they are immensely reassured to know that the
can get further information or just talk about their situation when th
need arises.

The second level of intervention, also shown in Figure 17.1, involve
the follow-up and linking with other services. It is vital that peopl
who are told that they have AIDS, or that they are seropositive, must.
also be told not to tell anyone else who is not aware of their attendanc
for test results. It is, of course, helpful if they can inform their lover
(if they have one), but they should not tell their employer or thei
parents, for instance, until we have discussed how to do it and hav.
prepared them for it; we do this during subsequent sessions. We set
up liaison with medical and community staff; we talk about infection
control, risk reduction, safer sex, health boosting and eating and sleep-
ing well. We then start problem solving, sorting out what needs to be
done, what changes to be made and how to cope with those changes:;
We also gently screen for psychiatric problems, bearing in mind the
comments made above. As we follow up, we ask the lover to attend,
or anyone else who feels that they need to know more about the
problem, subject to the patient’s consent. Repetition of essential infor-
mation and behavioural recommendations is desirable, so that everyone
has the same information about the situation and how best to manage
it.

Conclusions

Counsellors do not have to be psychologists: frequently, it is better
that they are not. Counsellors need not have had years of training,
neither do they need a ‘Diploma in Counselling’. What they must have
is a clear idea of HTLV III disease and its expression; they must have
a clear understanding of the life-styles — and of the influences on those
life-styles — of their patient groups; they must be able to communicate
with tact, because they will be dealing with many different people at
different levels; they must have a sense of humour, because they
will need it. If people have all these qualities, they will make good
counsellors.

The need for all health districts to establish effective counselling
resources is paramount. As the crisis of HTLV III unfolds, it is clear
that all health districts will have some experience of seropositive pati-
ents and/or people with AIDS. If we are to avoid unnecessary patient
suffering and ever-higher rates of casualties, we must accept that coun-
selling of patients, staff and the public is the number one priority in
managing this tragic disease.

Part VI

Fina] Session

Unforlunate/y due to q printing error the apope
heading has been omitted from page 175
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Panel Discussion

(Editor’s note: The majority of the questions asked in this session were
anonymous written questions addressed to specific members of the
panel.)

Q: Could those working in the area of blood transfusion please indicate
how many of those people to whom a letter has been sent informing
them that their tested blood has shown a positive result, do not sub-
sequently get in touch?

Dr Gunson: First of all, we do not send a letter to a donor to say
that they have a positive result; that would be very inadvisable. Donors
do not necessarily open their own letters, as we have found to our cost
in other instances when we have written to donors on the subject of
hepatitis. Instead, we send a very bland letter saying that certain
properties have been found in the donor’s blood that may be important
to their health, and that we strongly advise the person concerned to
come to discuss the situation with one of our senior medical staff. It is
early days yet but, to my knowledge, of the 13 instances in the first
three months of testing, in which this letter has had to be sent, all the
donors have responded very rapidly. What will happen in the future
we will have to see, but I must make the point that it is, of course, a
voluntary service. No compulsion can be put upon a donor to respond,
if he or she does not wish to: we can only ask donors to come for this
advice and we cannot instruct them to do so.

Q: In a recent edition of the family doctor publication Pulse, dis-
cussing vaccination and immunization for travellers abroad, it was
stated that the safety of human immunoglobulin was not yet proven.
Should this preparation be given routinely to travellers while this uncer-
tainty exists?

Dy Gunson: Intramuscular immunoglobulin has been given in many
millions of doses over many years and there is no reported incident of
either HTLV III infection or AIDS resulting from these injections. The
World Health Organization has carried out a large retrospective study
and concluded that no risk could be attributed to doses of intramuscular
immunaclohnlin and therefore that travellers who reauire this for pro-
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tection against the considerable danger of contracting hepatitis an
other diseases while travelling in certain countries, are still bein
advised to take the appropriate protection.

Another group of individuals who regularly have an injection o
immunoglobulin is the 10-11% of mothers who are rhesus negative an
have rhesus positive babies. The use of intramuscular anti-D immu-

noglobulin in this instance has decimated the incidence of haemolytic
disease of the newborn. It would be a tragedy if unwarranted fears

about having this immunoglobulin should bring this disease back into
our society, and such persons can be reassured that the risk is not
there.

Dr Jones: 1 have been asked two questions. The first relates to the
heat treatment of factor VIII. Apparently the Department of Health
and Social Security have said that they have no reason to believe that
the heat treatment used in this country is not effective, and that they
know of no cases here. I agree with that entirely — I know of no cases
here: there have been no failures with either the Scottish or the Elstree
material. The reason that I included the question of possible failure in
heat-treated material in my talk was because I think it is vital that we
all understand that we must respect this virus and cannot be complacent
in our regard to any aspect of it. I think that to consider that we have
solved the problem on present evidence may be to reduce our need to
continue to stress to those donors in the risk groups, that they should
not come forward to donate blood, and we must continue, despite the
very small numbers of cases of seropositivity that have been found in
the United Kingdom, to test every individual donation by the most
sensitive method available.

The second question that I have been asked, is what I thought of
the banner headline in our local newspaper, relating to an anti-HTLV
HI-positive child. As a doctor and a parent I abhor this sort of headline.
However, it is the responsibility of the media to inform the public of
medical fact, and there is a need for everybody in society to understand
that AIDS is no longer a disease confined to London, or to certain
groups within society. We must convey the facts that very simple
precautions need to be taken to protect people and their loved ones.
Because of this dichotomy between the need to inform and the need
not to sensationalize, Dr Pinching has suggested that, as a result of this
conference, a group of us together with the voluntary societies should
establish an award for the most responsible journalist of the year in
reporting AIDS. Perhaps we should also establish a second award for
the most irresponsible journalist of the year!

Q: Many professionals are aware of the enormous psychological
effects that people with AIDS-related problems are suffering, or going
through and as a result a lot of would-be counsellors are worried about

Panel Discussion 179

Dr Miller: This question raises a number of points. The first is that
people with AIDS and HTLV 1II infection are normal people: they
are doctors, lawyers, dentists; they are managers, manual labourers
and clerks. AIDS is a disease that affects every stratum of society and
every degree of life experience. So there is nothing particularly special
about individuals who have acquired this infection. People often say
‘How do I talk to a gay man?’: the answer is that you have been talking
to gay people for years, it is just that perhaps you did not know it!
There is no special way of talking to anyone from any particular risk
group: you just think, and then open your mouth and the words come
out (on the good days!).

Everybody who came into this field had the same degree of incom-
petence when they started, with respect to understanding the lifestyles
and backgrounds of their patients. We all had to learn from scratch:
the AIDS crisis has highlighted how little we knew previously, for
instance, about gay sexuality. If you want to know about the life-style
of your patients there is literature that you can read, but that is often
misleading or unrepresentative, so the best solution is just to ask them.
Be honest in your ignorance and they will respect you for it. They will
tell you what they want you to know and then it is up to you to fill in
the gaps by talking to other people as well. Ask your patients: that is
what we all did, and that is how we developed our knowledge.

Now, about the ‘overwhelming psychological pressures’ and the fear
of ‘taking the lid off something that you cannot put the lid back on
to”. In this context there is no particular formula for dealing with people
in distress. There is no ‘pat’ way of discussing things with them, or any
special counselling technique that is optimal. would say that anyone
entering this field must simply be themselves. If you are relaxed, the
patient is relaxed; if you are uptight and edgy, the patient will sense
your unease and will not have as much confidence in you. So be
yourselves and be flexible.

Finally, many people have said that, although AIDS counselling is
an attractive area of work for them, they are afraid that they might
pick up the infection from their patients. That will not happen unless
you insist on having sex with your patients and that is not a practice
we encourage! So there is no risk. Nevertheless, there is one risk to
counsellors: AIDS-related work can take over your life, and you have
to be an expert manager of your own time, learning when to stop being
obsessive about the things you have to do, and carrying on with your
other life activities as well.

Dr Pinching: 1 have been asked several questions, all of which raise
extensive issues, and I will touch briefly on them. The first relates to
two particular instances of women who are pregnant and who either
are, or may be, seropositive. The questioner included a reference to
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drugs or not is a separate issue from the question of HTLV III infection f

in pregnancy although, obviously, continuing drug abuse through preg-

nancy has its own problems. The issue is very extensively discussed in =
a paper in the December issue of the British Journal of Obstetrics and

Gynaecology (Pinching and Jeffries, 1985). Ultimately, the decision
about whether a person continues with a pregnancy, or indeed will
wish to become pregnant, when she knows or suspects that she may
be anti-HTLYV III positive, rests with that patient. However, the patient
can decide only if we provide her with factual information. That infor-
mation is currently limited to relatively sparse experience in the United
States. The more we help people in Africa to study the disease, the
more we will learn about the possibility of transmission from mother
to child and the consequences of pregnancy, simply because so many
more women are infected in that continent. What we already know is
very disturbing, because at least 50% of women infected by the virus
seem to pass on that infection to their children in the uterus. Of those
children who are infected, at least 50% go on to develop AIDS or
AlIDS-related disease in the early years of life. These are early
estimates, based on small numbers, but they suggest that any sero-
positive mother should take very seriously the question of planning a
pregnancy or, if she becomes pregnant, whether it might be more
appropriate to terminate it.

The second issue relates to the health of the mother herself. She
may well be asymptomatic at the time she becomes pregnant but there
is evidence that pregnancy itself may act as a co-factor, if not in the
first pregnancy then possibly in the second, with a very high rate of
development of AIDS during that pregnancy. There are good biological
reasons for this. As with other co-factors, such as intercurrent infection,
the switching on of latently infected T cells produces more virus and a
greater proportion of cells in the immune system become infected, until
the threshold for clinical manifestation of disease is reached. Thus,
there are both maternal and fetal issues that make us think that patients
should consider seriously the implications of pregnancy. The decision
is up to the patient and, whatever she decides, we must back her and
support her needs.

The next questions are: ‘Should we offer HTLV 1II testing to high-
risk patients’, and ‘What should genitourinary physicians do to prevent
the spread of the disease?’. To summarize, the question of testing is
an issue that rests with the individual. The profession has to ensure
that individuals who are at risk are able to consider how the result of
testing will relate to them. They can do that only if they are informed,

and our role is to ensure that they are informed. Society is made up
of individnale and it ic anlv theanoh hoath oeneral education and thraneh
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make these very difficult decisions. There is no absolute prescription
for what should be done because it depends on the circumstances of
the individual; to make a bland prescription for everyone is simply to
fail to recognize the complexity of this issue. Our role is to enable
people to have the facts to make their decision within their own lives.
Many of the issues can be resolved without a knowledge of the test
result: for instance, the question of spread of the disease. If the balance
of risks and benefits is that there is greater risk than benefit to the
patient, we should recognize that and, in that case, if there is another
way of achieving the public health benefit, it should be used. Any

“patient who dies, for example through suicide, as a result of being

tested inappropriately, is a casualty of an insensitive approach to a
complex problem. All of us are in the business of sharing information
and problems with our patients and with individuals in society.

A further question that I have been given is in relation to contact
tracing. In a sense, this is an extension of the whole question of HTLV
I testing, because it means seeking sexual partners of a known infected
person, and telling them that they have been in contact with the AIDS
virus. This is a very difficult issue and is not necessarily one that can
be governed by a broad prescription for different settings. There are a
number of key issues to be considered. First, once the contact has been
traced, what are we going to tell this person, other than that they may
or may not have been infected by the AIDS-related virus? If they are
a regular sexual partner in a homosexual setting, the risk of them
having been infected is about 50%. In a heterosexual setting, with
male-to-female transmission, the risk is probably not very different
from that; for female-to-male transmission, we do not yet have enough
information. We are always talking about probabilities.

The second issue is to recognize that, apart from telling contacts that
they could be tested if they wished, there is no further active inter-
vention that we can currently undertake, nor is there likely to be in
the immediate future. The other important issue is to recognize that
not all the sexual contacts of an individual are going to be traceable.
Should we, as health professionals, seek to do all of this work? All the
ethical and moral dilemmas that arise involve the patient because, after
all, a person who engages in multiple sexual exposures does so on their
own responsibility; we should not assume that all the complex problems
of this disease are on our shoulders. Individuals within society have to
take the consequences of their actions. Anybody who deals with any
aspect of AIDS has got to recognize that everyone has to make an
effort and everyone has to take responsibilities; we have to share
responsibility with our patients by providing them with the information
that thay nead
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the benefits of contact tracing are (from our experience and that ¢
others) very small, whereas the risks in terms of the psychopatholog
generated are very large. In an area with a low prevalence there ma
be more benefit in contact tracing but we must remember John Green’
points about the impossibility of isolation. We are dealing with mobil
populations. :

Dr Green: 1 have been asked about the success of counselling an

the benefits involved. Dr Miller and I did study our earliest patients,

looking at 112 of them, and following them up three months later. We

used only their self-report, but we found that 107 of those 112 had’

changed their behaviour towards safe sex and had maintained it at that

3-month stage (Miller, Green and McCreaner, 1986). Counselling in

this field can be very effective, especially when compared with other
areas of health education. These results do need qualifying because
many of our early patients were symptomatic, as this was before the
introduction of routine testing; in addition, the follow-up period was
short. We are now looking at a longer study to see if the patterns of
behaviour are maintained in the long term.

We make extensive use of self-help groups in the community, such
as Body Positive and the Terrence Higgins Trust (see pages 223-231).
They provide a level of continuing support to patients, which helps to
maintain people in safe sex behaviour. When there is not a local group
that fills the same role as the Terrence Higgins Trust and Body Positive,
health professionals can help by bringing patients together initially (if
that is what the patients want, of course). You can bring people
together just by providing them with a room and coffee, and by giving
them advice and information about HTLV III disease. In that way you
can help local groups to spring up and you will find that it greatly
affects and improves your own effectiveness.

The next two questions I have are both about mouth-to-mouth
resuscitation. 1 do not think that there is any risk involved, unless the
person is bleeding heavily, and even then the risk is probably very
small. To be absolutely safe, use a Brook airway. Firemen, ambulance
men and the police should either carry these or should have immediate
access to them. However, if you see a man who has just had a res-
piratory arrest, lying on the pavement, you have to take the decision
as to whether you are going to step over him and leave him to die, or
whether you are going to administer mouth-to-mouth resuscitation.
Under the circumstances, I would do the latter, but this is my own
personal decision, as it must be for you. Nevertheless, I would be very
sorry to think that any health care worker would let someone die in
such a situation — and of course the chances of the person who is in

Aid: the answer is that there is not a problem; normal hygiene is
perfectly adequate.

you can not catch AIDS from head lice; bed bugs are not a prgblem,
and you should not be worried about mosquitoes. There is no evidence
at all that insect vectors are involved in transmission.

Panel Discussion 183

Finally, I should mention other questions that continually crop up:

Dr Pinching: This is a very important area, affecting people who
may not work in hospitals and who may be outside the channels gf
information that many of us have access to. Everyone should bear in
mind three key phrases: common sense, basic hygiene, and good Iegh-
nigue; they cannot then go far wrong. Put these three together W.lth
information, and I do not think there can be any reason for not helping
our fellow men and women.

Dr Green: There is a great deal of information available about
infection control. For instance, the Department of Health has produged
the Blue Book series, which has within it the Infection Control Guid-
elines, and your Health Authority will have been sent these books.
You should have access to them and it is disconcerting to find that so
few people .have actually seen them. The Guidelines are free; they
were sent to every health district; the Government _put a great deal of
thought into them: do get a copy! Many of these issues are covered,
from whether or not people should be embalmed, to mouth-to-mouth
resuscitation, and all the other issues. '

Dr Volberding: 1 have been asked about the effect of AIDS on
mortality figures. I am not sure that we really know t}}e answer to that
question in the United States. However, it is clear in some areas of
the United States — New York and San Francisco are the best exam-
ples — that you can demonstrate clearly that AIDS has become the
major cause of death in certain age groups. None of our reporting (?f
mortality includes sexual preference, and what we have d(ime in lieu is
to use surrogate markers of sexual preference. In San l*rancvlsco we
have looked at single, never-married men between the ages of 25 and
44. We recognize that this population includes a lot of people who are
heterosexual and unmarried, or are gay men, but that it excludes gay
men who have been married, or who are married -— and whether or
not it is a good estimate, it is the best that we can do. Neverthelegs,
when we look at groups in this way, the effect of AIDS on mortalfty
is astounding. AIDS is far and away the leading cause off death for
single men in that age group in these cities. I doubt that it shc?ws up
yet in the national figures in the United States: I am sure that it does
not show in the overall figures in the United Kingdom, but I am sure

that it soon will.

e XX That ~daiaa sonanld we oiue
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programmes, and of all the people that we have working for us, w
would we hire first?” The point that we would make is that the put
together of an AIDS service, especially when starting from scratch
a few patients, probably does not require any additional person
the start. Instead, as we did, what you should do is identify the pe
that really want to work with this problem. As others have commen
it does not help to force people to work with this disease; they will
be sensitive to the many medical, social and political problems of A]
I'would start by not hiring anyone, but by using existing personnel.
by focusing on a physician and a nurse. In our experience, it is ha;
to separate those two functions; neither one can really exist independe;
of the other. Beyond that, I think our next step was to make sure th.
we had a social worker or counsellor, and somebody who could tak
care of the concrete, financial needs of the patients as well. The patien
are young people who face the loss of their jobs, not necessarily becau

of discrimination but simply because of their illness, and they have

pressing financial needs.

The last question was already answered by the previous comments:
‘What precautions should be taken after being bitten by a seropositive
person?’. I think that we would all agree that the risks of seroconversion

following such an incident are essentially zero. However, as always;

we have to qualify our answer; nevertheless, the risks are so small that,
rather than worrying about seroconversion, I would make sure that the

bitten person had counselling available. The other point that I would
make is that we do feel that in some situations where an individual has
been at risk of seroconversion as a result of occupational exposure,
HTLV III antibody testing is at least worth considering — not to

identify a positive but to prove that the person is negative at that time.

If a question of liability arises later, the person then has the knowledge
that they were initially seronegative.

Dr Green: There are a few differences in terms of staff between
America and the United Kingdom. One such difference is, of course,
that we have health advisers — a very important group in dealing with
the spread of this particular infection, because of their experience in
dealing with the control of other infections in clinics of genitourinary
medicine. You have to take into account your local circumstances and
the staff available. I agree with Paul that you should start with what
you have already, and build from there. However, I also think that
each district should have a clear AIDS policy and should think it
through, identifying clearly what they are trying to do and how they
are going to achieve their ends. What worries me more than anything

else is that there is very little sign that many health districts are actually
doing this. There is a narticnlar nroblem at nrecant harancs af tha

with a potential for violence, for instance people with AIDS who are

~ what to do if bitten by someone who was seropositive or who had
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i it i irely clear whose job it is at the

h Service, and it is not entire
k:HE;f;ltto form a clear AIDS policy locally. I would urge a}l he;lth
mixorkers to persuade their district to formulate a clear policy. oxi
é\ t have any AIDS patients now; you may not.have any ser
i but you do not want to find yourselves in the situation

ere the problem comes first and you have to scramble for solutions

er.’ Volberding: Those responsible for making dec1§1ons about

lf)f;n and financing AIDS work should real.izg that, while you may
& bl%e to contemplate starting with your existing Personpe{, 1f soon
S i es financing and staffing over and above this. This is a n.eV\;
ec‘l:jm «c and it is extremely time consuming, and labour and cagn:(a
P e I would make a plea that, as the problem expands, SO Services
ntenlnggé expanded concurrently because there is no way that people
k;izuv.'ork agginst the stress of this disease without additional staffing

5 the blow. ' '
nglygizgﬁége: lf[ have been asked a question about nursing patients

n prison. I will answer that by referring back to the discussion about

AIDS. I think that the warder and those restraining the a:/rsc;ln :;ogi)ci
. ' '
harm to him than he would to them. We .
P aicodes of v i it. However, I do see the potential
episodes of violence in our unit. 1 .1d :
]glflf%?:ﬁ,y r\?vhen a patient is returned to his p]ac;ad(i)f mc(:iarcetrea(;u;)(;l;n?ﬁz
i i ca
i ards and the nurses in the prison shou e educat
It)}l;:;n;‘;;;;fze that AIDS is communicable onl){ in ‘certtellm wa);\s]hlgx]
iti id creating explosive situations in
addition, they should try to avol : hic
i i traints are necessary, they
isoner might become violent. When res ;
;?lzgésge appli%d in such a way that they will not harm the person (as
ight i i him).
ht if the warders were afraid of - ‘
the’gh::n gcond question that I have been asked 1s: I;Iasve anﬁy hlrll;{sinbgzg
i i i ices in America?’ Specifica
established with hospice-based services 1 . 51 jin San
-patient facility. Our hosp
Francisco, we do not have a hospice in-p hospice
i imari i f home care: we have a group
services primarily are in terms 0 : e 8 Broup
i i ho care for terminally ill patients in ‘
or eight hospice nurses w ter ‘ i
h it is not a hospice service,
homes. In the same way, althoug ot a vice, Shand
i /i fith life-threatening linesses;
ich is a counselling service for people wit : ‘
gzvehlg:gls a136 and thg Glossary) provides practical support for those
: ist people at home. . . ‘ '
Whgra;’?iﬁschgng:p The hospice movement in thg Umlt;:d ngtc}ilomésxz?gk}f
i i dently organized, is looking at the issu
ey e . Muny i ding very constructively
t present. Many hospices are responding ve
iIADif hirrninv how they can help us and our patients. In the lon%
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community-based hospice-type or home-care based (Shanti-type) p
jects in this country. We have a lot to learn, both from the hosp
movement in the United Kingdom and from the organizations in t
United States, about how to support our patients in the community
which is where our patients belong.

Mrs M. Fearns (Newcastle): Has Dr Miller any experience or ap
comment on who counsels the counsellors and the health care workers

Dr Miller: There are some definite requirements in the managemen
of HTLV III disease, and one of them is looking after the staff
Reference has been made to staff becoming over-tired and over-bur
dened through lack of efficient forward planning. People have differen
ways of dealing with this, and a good principle is to have it as an issu
in training, an issue in the familiarization process, so that all staf
working in the field are aware, right from the outset, of signs o
occupational stress or burn-out. They should be encouraged to discus
these matters as they affect themselves and other people, with a person

or persons within the team. This is the great strength of a team
approach. Although we all have our own specialties, a lot of our work .
overlaps as well, and part of that overlap should include the recognition

of when the going is getting tough. Even if you cannot do anything
practical, such as hiring more staff, at least you can share the burden
and the frustration without the fear of showing that you are somehow
‘weak’ or ‘ill-qualified’ for the task. We are, after all, human beings.

We have two ways of treating this problem, in our team. The first
is to have a staff support group, where we sit and talk about the
frustrations, and complain to each other about why things are so bad.
Afterwards, we usually feel better because we have organized changes
in policy and service provision, for instance. The second way which
has proved to be very successful over a three-year period, is to organize
informal meetings (we use the Head Sister’s office, in the Infectious
Diseases ward), in which we may share some wine and have a general
chat about the way things are going. We do this as necessary, usually
once every three or four weeks. The important thing is that we should
be able to recognize when the going gets tough, and should feel free

to communicate our concerns, so that we can manage the crises as they
affect us.
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Introduction

It is, perhaps, the mark of a good conference if thg cio’silnghcomerlrtlgg;s{
are redundant! This chapter will not attempt to review al tf ehr? erial
that has been presented previously, but will discuss some of the p

‘ rged. ‘ ‘
th(ﬁ kllsa Veenigzaragging to hear that t‘he UK G(_)vemment 1sdaw(atr.z nzti
the problem of AIDS and is planning expenditure oré}an e ucednz Wi(u
programme (see pages 5 and 64). 1 hope that the US mfemmmes
follow suit: it would be interesting to compare the two responses.

The African gquestion

Many people, myself included, have fallen in too easil;_/ w(xjth thelai;x:g
tion that early tests have proved that AIDS started in Centra : thé
Dr Tedder’s and Dr Pinching’s comments abou} the nature o e
epidemic in that region should makg us all reah;e t_h‘atr wefmusver

cautious about making hasty assumptions about thl? dme(.isebi org eon)e/
such assumption carries the risk of causing secon‘dary pi ho" ;ren{d. one
of the features of AIDS is that those of us working mdtbls feld have
the doubtful privilege of hear]ing <l)ur .remfz;rks rig;zlteben gfﬁdal redia

1 ing some of the political spin-offs — s icial, so1

gg?rionic-:s:t?f "An example gf this is that,y because of our Igédw\ﬁi}?
information about Central Africa, the African Governments( .qtysn e
drawn from any further discussions and ha\{e adopteAd Fh% Eotsx 1'm e

AIDS does not even exist in some of their countries. That ce y

1 _F il aidanin in thacs narte nf the
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epidemic. In everything that we say we need to be particularly cautjo
realizing that our information is more than medical — it is social an
political as well. :
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endemic are not the age groups that we _would expect tg be most
xposed to insects, for instance, young children. Instead., in antral
frica, we see a disease that looks like a sexually transmitted d¥sease
.at has been recently introduced into the populghon. We see a disease
at is affecting young sexually active adults and infants born to mothers
ho have previously been infected. I think, therefore, Fhe bulk of the
vidence would be strongly against insects being any kind of a vector

Transmission of AIDS

How is AIDS transmitted? By two means: it is transmitted sexually
and it is transmitted by direct exposure to blood. Sexually, it is tran:
mitted by direct contact of genital or rectal mucosa to infected seme
or vaginal secretions. I prefer the term ‘genital secretions’ to ‘bod
fluids’ because I think that this avoids many questions about tears an
saliva, and gets to the real issue, which is sexual transmission of th
virus. I personally think that both rectal and vaginal mucosa are abl
to be infected and that the virus can somehow penetrate these barrier:
even if there is no trauma. I think that there is growing evidence of
heterosexual transmission, although I agree with all the remarks that
have been made earlier about the relative increased risk of recta
intercourse. With regard to blood, we have discussed transfusion and
we have talked about haemophiliacs, but I think that we would agree
that a major area of growing concern is the serious problem of trans
mission by sharing needles. We have discussed some ways in which we
might approach that and other problems, but we need to focus on what
is important about transmission, and not let ourselves get distracted by
the tangential issues that have relatively little importance in the overall
spread of the epidemic. Our central approach to this has to be to stop
this epidemic, using whatever means we can, and in doing this we have
to try to strike a balance between civil rights and public health. If we
allow ourselves to adopt either position exclusively, we are not per-
forming the service needed to stop the epidemic.

Figure 19.1 shows how some agencies are trying to c':ducate the public
about AIDS. Whether we are counsellors or physmians' or nurses, we
have to give serious thought to how we can communicate with and
reach populations that might not listen to’what we yvould r‘xorrpaﬁy say
in the way that we would normally say it. The Figure highlights the
lack of casual transmission of AIDS.

Antibody testing

One of the issues that we are grappling with is the question of AIDS
antibody testing. We should recognize that, no matter what our position
is in this debate, we are all responsible pegple \yith the desire to stop
the epidemic, in ways that are not socially dlsruptwe. Some polarization
is inevitable, but it is probably useful to take sides gnd to have pro-
ponents of one or another philosophy in antibody testing. 1 would hope
that, as we gain more experience and as we talk to each other, we
can approach the problem rationally and can come to some happy
co%iiiuiz‘the antibody test? Table 19.1 shows the \_/ariety of.techniques
available. The ELISA test is the one that is routinely available com-
mercially while the others are used either as confirmatory tests or flS
research tools. Whatever technique is used, we sl_lould all realize t.hat
the tests are already very accurate, detect}ng antibody to whole virus
or to purified viral antigens which increasingly are being pre.pared by
recombinant DNA technology. Although I was initially sgeptlcal abogi
the accuracy of these tests, when I saw the dat_a 1 was ¥mpressed: 1p
comparison with most of the other tests used m‘me'dlcme, the'a}np—
HTLV III test is very good. Table 19.1 shows svensmvxty and specificity
data which, although varying slightly depending on the type of test

s mmmd and wnll nltimately he

INSECTS AS VECTORS

Are insects vectors? I do not think that we can merely say ‘No’; we
have to look at the evidence. The AIDS-related virus is in blood;
mosquitoes ingest and transmit blood cells, and AIDS is most common
in areas that are infected with mosquitoes. On the other hand, the
amount of blood transmitted by a mosquito is minimal; the virus has
no known life cycle in the mosquito; and to my knowledge every
mosquito-borne infection has a life cycle within the insect which allows
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le 19.1 The antibody test for the AIDS virus

ariety of techniques (ELISA, Western blot, immunofluorescence)
tect antibody to whole virus or purified viral antigens

ost very accurate and getting better

sensitivity 98+ %

specificity 97+%
positive predictive value varies with population

HE POSITIVE PREDICTIVE VALUE

The real problem, as far as antibody testing is concerned, relates to
what is known statistically as the ‘positive predictive value’. This term
is applied to tests that are done especially in a screening situation; it
has nothing specifically to do with AIDS antibody testing and is true
of any test applied to any situation, medical or otherwise (Table 19.2).
Any screening test for any condition is most accurate when it is used
in populations where you most expect to see a positive result: positives
in that situation are true positives. On the other hand, the same test
with exactly the same operator, the same technique and the same
reagents, is least accurate when it is used in a situation of low preva-
lence, where you least expect to see a positive result. With the AIDS
antibody test we would expect that positive results would be most
believable in the gay community, or in those using intravenous drugs,
whereas the screening tests are most likely to be misleading, if positive,
when they are used in low-prevalence situations such as the blood bank
or for a healthy heterosexual in a small town in Great Britain who
walks in off the street asking for an AIDS antibody test. In other
words, in a member of a high-risk group, if the test is positive it is
probably truly positive, whereas in a non-risk group member a positive

ot tsrmtion o for i et 1
o, sk ticw
Yo State MBS H61nG “ i

|

Forintormaton of (ot halp, catt tha s
York St AIDS Hotne o

1-800-462-1884

1ts teitdres ang conhidantial

4-800-462-1884

115101 4000 and configgntiat

Sorsons who share noer
srugs are 2150 at ah risk

Table 19.2 The problem of positive predictive value (what does a positive test
mean?)

This worlt lift the lid on AIDS.

Thrre 55 0 2y

This is not a setting for AIDS.

tagoroncan  Formf
. For imformation or for tetp, cai tho Ny
Yoric Stata AIDS Hotine o

55 1-800-462-1884
5 1,
n

flst
atgay ang 1A tolbies anc cont
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Any screening test is most accurate when used in populations where you
expect many positive results (positives are ‘true positives’)

n very low rate of positives expected

our koobs York Siate AIDS Mot
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- "
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Screening tests are least accurate whe
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In AIDS, antibody tests that are:
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might very well be falsely positive. How can this be when th : S B
tes% 1!sjlb6119n% used and when the accuracy is 98-99%9 E
able 19.3 shows the sensitivity and specifici . V
pecificity of a test u
tlt(l)O()OO people. If. we assume, before starting the test :ﬁgttofasc
30%%60 we are tesﬁ_ng will be truly positive, we thereb;/ assume
- peo'ple are infected. Given that sensitivity and specificit et
& aovc\;ng (1)n Table 19.4, we would find that 29100 are reactiveyt
- O? o (3/ ;Or(e)onon-relactwe. Using the same parameters for theo
people we have assumed are not infect
- M t
f(z)untd to be 1eact1v.e to the test, and 69300 would be non~ree(ic\§3m T
gesiv lve and negative predictive values in that population woulfl‘ thy
ery good and we would believe the results of that in i3
population. ‘ et
Looking at the situation th i i ‘
: ‘ at might obtain for the AIDS ibod:
;e}s]ti ég iies:lpuéa.n?n qf healthy heterosexuals (Table 19.4), and ;sr;ggig
' of infection, so that 100 people were truly i ’
given the same test — we would find i Do e
that 97 would be reacti
three would be non-reactive. Th ) i  that with
. The problem lies in the fact th i
many people not infected, even with a v ould &
/ R ery good test 999
reactive because the population of non-i d o Th
cti use on-infected people is i
positive predictive value here is only 9%. Of thep91‘l’;o olf tfe:;gf(iof(f)g

healthy heteroséxual
. s that we are i ot .
in less than 10%. screening, the test is truly positiv

his is the heart of the problem in trying to apply a screening test
populations of low incidence. We cannot merely consider the test
its accuracy, we must also consider the population that is being
od. The American Medical Association seriously considered (and
tunately declined) the option of premarital testing of all people by
' AIDS antibody test. It has been emphasized repeatedly in previous
pters that this test, if positive, carries an almost unimaginable
ma. From the Tables you will appreciate that we could be labelling
cople as infected when they are not, and could needlessly be giving
em lifelong problems about how to conduct their sexual lives, and
ether or not to have children.

MPLICATIONS OF POSITIVE RESULTS

hat are the implications of a positive AIDS antibody test? Some
eople contend that it means nothing except that an individual has
cen exposed to the virus. I think that we must counter that with a
ery strong statement: a positive test means a great deal. It means that
n individual has been infected, not merely exposed. The virus can be
cultured from the blood of 60-80% of seropositive people even if those
_people are asymptomatic. Bearing in mind the difficulty of culturing
this virus, this to me means that everyone who is antibody positive is
truly infected and that in almost all those cases the virus is replicating.
From our knowledge of all other retroviruses and of HTLV III so far,
the infection is chronic, at the very least, and probably is lifelong. The
infected person represents a contagious risk to unprotected sexual
partners or to anyone exposed to his blood. Finally, although the
HTLV III antibody test is not a test for AIDS, we know that the risk
of health problems in a seropositive person is high. To my mind, we

Table 19.3 HTLV Il antibody test-
ing

Sensitivity is 97-0%
Specificity is 99-0%

100 000 persons screened

Table 19.4 Positi ot cannot say that the risk of developin AIDS is only 5-10%: it is at least

body itive predictive value and actual prevalence of HTLV I anti- 5~10% inythe time span within wiicﬁ we have seeyn infected people so

far. That is a substantial risk to bear and that is why we are so

pre\gﬁ;ﬁle of concerned apout how we approach the antibody test and how we
HTLV 1I Reactive or recommend it should or shogld.not .be }xsed, as the case may be. ~

antibody (%) non-reactive Infected ~ Not Predictive We have heard of the social implications of AIDS antlbo_d)_l testing

infected value (%) and Table 19.5 shows some of these. What are the responsibilities of

30 Reactive 29 100 the carrier of the virus to sexual partners oOr to people around him?

Non-reactive 900 69 ;gg 977 We think that the seropositive person does have an obligation to inform

0.1 T amstenn — 987 his contacts. On the other hand, we know that there is little that we

o oo e en halm mennle even though we know that they are infected.
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There are some situations in which the AIDS antibody test clearly
not valid and in which we should resist its implementation. I can see
o indication for AIDS antibody testing for employment: the virus is
ot transmitted by any occupation (apart from prostitution) and, with
his possible single exception 1 can not think of a reason for employment
creening. What about military screening? The US military authorities
Jant to screen people so that in the case of battlefield transfusions
hey will not transmit AIDS. My own reaction is that, if I were on the
pattlefield 1 would worry about matters other than the possibility of
getting AIDS. I do not mean to minimize the problematic areas but
yould suggest that more thought is needed about how to address them.

Table 19.5 Some implications of HTLV HI testing

1. Does an ‘AIDS carrier’ h
) ave a moral or legal responsibili i :
potential sexual partners? £ ponsibility to inforty

2. What effect will a positive test have on insurability and employment

3. Given the difficulty of reaching i.v. drug abusers, should sterile s

be made available for addicts? yring

sterile needles and syringes available to the i ‘
ne erson wh i-
I positive? (See also pages 233-238; 249~2§3). 0 8 it

USE OF THE ANTIBODY TEST CASE CONTACT FINDING

In recognizing Dr Pinching’s views that there are problems with case
 contact finding, I have been considering a particular problem recently.
~ In San Francisco we now have approximately 12000 active intravenous
drug abusers — a great many for such a small city. We estimate that
' 10% of them are seropositive and we are wondering what will happen
to that population and what threat it poses to the rest of the population.
We know that there is a possibility that i.v. drug abusers represent a
‘bridge’ between established risk groups and the general population.
The thought that has occurred to me is that if we could turn the clock
back to 1979 in San Francisco where, in the gay community, we
probably had a similar number of infected individuals to those now in
the drug-abusing population, if we then knew what we know now about
the virus and had the antibody test available, would we have made any
different decisions and would those decisions have resulted in any
alteration of the epidemic? If we say that we would have done aggress-
ive case contact finding in the gay community at that point, and if we
think that it would have slowed the epidemic down, then we should
consider whether a similar approach now in a different population

I behev§ that we should be more receptive to the possibility of testi

Pogu}at:ons than we have been, or at least to the possibility of test?ng
individuals who are members of populations. What uses of the antib lgg
test can we recommend (7able 19.6)? The use of the AIDS antibgd)
test in blood bank screening, organ screening and in sperm bankin )
not dé.:ba.table. We recognize that it will be necessary, occasionall S
establishing a diagnosis of AIDS: there are situations, for exam fé in
lymphomg or some of the uncommon infectious dise’ases whexz tﬁ“,_
AIDS antibody test is required for diagnosis. More COH’IH;O[]] it 'g
be used by physicians to establish a diagnosis of AIDS-related cyom vlv(;x
(ARCQ). As I see it, the problem is that of separating medical tesit)ing

from the social implicati i
! plications of that testing and its use in ot
medical situations. ¢ ¢ in other non-

Table 19.6 Uses of AIDS antibody testing

Valid i i idemi
Not valid Problematic might also slow down the epidemic.
Bt b . - Once again, my basic position is that we should do what is necessary
gan ~ Employee screening Case contact finding to stop the epidemic: that it is unacceptable to have transmission of

donor screening
this virus. We know that we can do nothing once the prevalence is

50% of the population. If we feel that aggressive case contact finding
in gay men in San Francisco in 1979 would have been of no avail, then
we should feel the same about the i.v. drug-using community now —
that case contact finding is unlikely to stop the epidemic. I do not know

what the right answer may be but I am open to debate about case
eeetnmt fiadina Tha nrahlam in America is that of limiting such an

Military screening Use in life insurance
(eligibility, premiums)
Establishi 5
s;;fhshmg AIDS In high-risk persons for
agnosis (uncommon) education, risk
reduction
Establishing ARC
e

inmmeanin o
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arise in the course of attempting to control the epidemic in an
population might outweigh the benefits and add to the overal] ¢
plexity of the debate.

LIFE INSURANCE

The use of AIDS antibody testing in qualifying for life insuranc
problematic and I respect the position of the Terrence Higgins Trus
that this should be fought. Nevertheless, from the business poin

view, should people taking out life insurance have to bear the addition
cost involved in covering those in the insured group that are at mu
higher risk of developing a fatal disease? Other problems are screened
for in this context: we screen for diabetes; we screen for heart diseas

why should AIDS be so different? Perhaps one approach might be to
ensure that the person who is infected with the virus is not unfairly
excluded from life insurance cover, but that the rates should be adjusted
accordingly. This view may be unpopular but these are far from being
easy issues. Easy solutions often need to be reconsidered because they
will be challenged. :

RISK REDUCTION

Another controversial area is the value of AIDS antibody testing in

high-risk people for education and risk reduction. Admittedly, such

testing has its problems. Nevertheless, 1 have worked with AIDS when
it was an utterly mysterious disease and when nothing was known of
the mode of transmission: as, no doubt, every other person working
with this disease has done, I became convinced at one stage that I was
infected with the virus. I was very anxious about the result of my AIDS
antibody test and was extremely reassured to find that I was antibody
negative. The point is that sometimes we focus too much on the effect
of the positive test result, and tend to overlook the reassurance that
can come from knowing that one is seronegative.

Whereas our risk reduction recommendations should be the same
for everyone, I find it hard to believe that the drastic changes in sexual
behaviour that are called for — changes that affect a central part of
people’s personalities, are not going to be very difficult to sustain. It
might require the added incentive of an antibody test, to know whether
one is positive, to help reinforce any recommended changes in behav-
iour. Obviously, the situation would be eased immeasurably if a drug
were available for the treatment of seropositives. However, even in the

¢ forced screening of anyone because the social implications are so

with a small amount of cled, . de
i s; in our

lves have not transmitted the viru ‘

ielong and careful study of hundreds of health care workers and found

no seroconversions in any, irrespective of occupational group.

Table 19.7 Is AIDS a threat to medical staff?

Type of contact

Breathing same air None
Droplets of saliva (mucous None

membrane contact)
None

vy leeLrs A
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not be recommended on a case-by-case basis for people i.n high—
ly that screening of members of high-risk
e should resist any compulsory

ould
sk groups. I agree complete .
‘oups is @ much more serious Issue; w

eat.

DS in health care workers

IDS is not a risk to health care workers, even in the case cl)(f .dl.re;ct’
osure to contaminated blood in the form of needle-stic H;JS?O;
Table 19.7). There has been only one confirmed case of serc}:cogv?ected
a health care worker and that was a person who was also 1nj

infected blood. Needle-stick injuries by them-
hospital we have done

ke
=l

Evidence for risk

Contamination through skin
Minimal, no confirmed case. Less

risk than hepatitis B
As above, no confirmed
seroconversion in simple needle
injury

Bloody ‘splash’ on mucous
membrane

Contaminated needle-stick

Risk to heterosexuals

In the previous chapters there has been frquent reference )tc;v ;k;e:,(
epidemic in Africa. Is the virus different? Is the disease different” wehat
is known about the transmission? It is obvious that we do not kn

: frican governments that
enough and I hope that we can reassure the A g

i i i em with their epidemic. In the
we are sincere in our wish to help th N Table

United States it appears that heterosexual tf.a.nfmxs.smn is r

e amwAntibnto
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Table 19.8 AIDS: risk to heterosexuals

In Africa: Serious epidemic in Central Africa
Heterosexuals predominate
Men and women equally affected
Is\'um%er of sexual partners implicated
pectfic sexual practices and other potenti 3
spread not defined e

In USA: C i
: ases from heterosexual contact i i
rncreasin i
s g but still
Increasing seropositivity in i uf
g y in Lv. drug users, prosti
STD clinic patients SHtuts

Table 19.9 The future of AIDS — key problems

The virus Which
cell types (macrophage, fibro
Vhich cel phage, blast etc) are
Must cells express T4 to become infected?
:valm controls viral replication in cells?
Hl reactivation of latent infection occur (wh VY’
en, why)?
What are the long-term consequences of infection? V)

’I;l;ztlerrx:]mune \ghat iifthe nature of the pathogenic effect?
oes effective immunit es it us
o y occur (and why does it usually

studies, and increasing evidence of heterosexual spread in the CDC

figures, we cannot afford to be complacent.

Conclusions: key problems

N . .
th(; d(')ubt'everyone has their own list of key problems. With regard to
i t;éngs (;ts?elf (Table 19.9), what are the cell types that are infected
nothe ! ody? I‘?]o theﬁce!ls have to express the T4 antigen to become
» of will we find that cells have other i
i . A r receptors? This will b
Important in antiviral drug develo ation
pment. What controls viral icati
and what effect will reactivati at the e
vation have later? What abo
: ! h ? ut the perso
;&;h;g; asymptgmatlc and seropositive now and who lives for thlza nexrz
rs m a healthy state? What happe
: ? ns as that pers
the normal immuno-attriti ing rtion oeur? Wiat
-attrition of ageing; will reactivati
; ion occur?
arewtlllle lpng-term consequences of infection? ot Wha
at is the nature of the pathogenic effect on the immune System

and whv dn we nat can Ao e en

roduction will take time:

linical trials will take time:

egal

“Table 19.11 Future problems to be resolved
Clinical

FEducational

Political
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Je 19.10 The AIDS vaccine — how likely, how soon?

New virus (vaccine for similar viruses very difficult)
Important safety considerations — no risk of AIDS or immune

dysfunction from vaccine

Long incubation period might imply years of clinical trial to establish

safety, efficacy
and financial concerns:
Who bears liability? If companies, they probably will not produce the

vaccine

Can AIDS be prevented by inhibiting viral replication?
Can AIDS be reversed with anti-retroviral drugs alone?
How can we reach intravenous drug users and reduce

transmission?
Can we educate the general population without causing

hysteria?
Balancing civil rights and public health considerations

infection? This is a key question for the success or failure of vaccine
development. Development of the AIDS virus vaccine will take time,
and perhaps will never be achieved (Table I 9.10).

What are the problems to be resolved clinically (Table 19.11)? Can
we prevent AIDS by inhibiting the virus? Can we reverse AIDS with
anti-retroviral drugs or will we need to do more to boost and restore
the immune system?

The educational problems that we face have been discussed at length.
Perhaps the most central problem is that of reaching the population of
i.v. drug abusers to reduce the transmission in that community. How
can we educate the general population in an effective way without
causing hysteria, and how can we balance civil rights and public health?

What can we say about stopping the epidemic? We know that
decreasing the number of sexual partners is likely to help stop the
spread of the epidemic. However, we have to recognize that it is not

partners, but what is done with those partners that is import-
eiiala mwn £1) tha s Af randame (7Y knowine nartners

WITNO0841029_0109
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Oncology -
Volberding, Abrams

infectious Disease~
Wofsy

Pulmonology -
Hopewell

Psychiatry - Diliey
—
Psychiatric social work -
Macks
Medical social work -
Starliper
Shanti ~ West
o

AIDS Clinic
Head Nurse - Gee

Administrator -
Wilson-Gonzalez

AIDS Unit

ADN-Morrison
Head Nurse - Moed
Shanti -~ Maxey, Brodie

part VII

Social work - Linton

Figure 19.2 AIDS activities at San Francisco General Hospital

referring here primarily to intravenous drug abusers). Most con-
troversial of all is the decision about whether people should know their
own antibody status and that of their partner, with all the attendant
problems. Although it is reassuring for someone to know that he and
his partner are seronegative, he then has to consider when were they
negative; were they falsely negative; were they recently infected and
have they seroconverted since they were tested?

With regard to spread of the infection b
already come a long way. There appears
pasteurized concentrate is safe. The proble
drug abuse must be tackled, either by try
of drug abuse itself (which I do not thin

y blood transfusion, we have
to be in vitro evidence that
m of AIDS and intravenous
ing to reduce the incidence
k is likely to be successful

and we should encourage our governments to recognize that) or by
encouraging intravenous drug users to behave in ways that will stop
the spread of the virus.

Finally, I would like to acknowledge the contribution made by all
the staff of our organization in San Francisco (Figure 19.2). They
provide a uniformly high level of commitment to the problems of AIDS
and a real, sincere interest in delivering the best possible services. I
know that this is not unique, because every programme that we have
heard about in this conference involves similarly dedicated staff mem-
bers.

pecial Interest Group Reports
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eport of the Special Interest Group
or Nurses

ractical problems associated with the treatment of haemophiliacs
vho are HTLV Ill-positive or have AIDS
Presented by Patricia Lilley)

GROUP DISCUSSION

A variety of issues was raised to enable a wide choice for group
discussion: staff education, transmission of HTLV 111 infection, avail-
able tests and their significance, counselling, training, confidentiality,
and who cares for the carers?

Safety measures

The greater part of discussion was spent exchanging information on
safety procedures. It appears that in some areas staff do not have
clear guidelines or an updated Health and Safety at Work policy and,
therefore, in some situations felt unsure and confused.

Counselling

Before counselling others, we need to come to terms with our own
prejudices, inhibitions and cultural backgrounds. We also need to be
in possession of the facts. In some instances, nurses had difficulty in
discussing issues (e.g. safer sexual practices) with patients, especially
with young men of their own age.

A minority of nurses had attended counselling courses and had found
them very useful. It was generally thought that more should be offered
the opportunity to attend.

Confidentiality

- .. . . N PO YL ot
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confidentiality. Samples and laboratory forms could have pat
names coded. Information should be given only to those directly
cerned.

Staff education

Although it is up to individuals to keep abreast of advances i {}
particular field, the most useful way was thought to be through reg'f
staff meetings. They serve as a useful forum for exchange of idea
especially where a team approach is required and therefore good co
munication is essential. Issues can be raised and staff consulted: m

understand the reasoning behind changes in procedures or curreg
research: they can then educate other disciplines and enabl
implementation of any changes.

Staff meetings can also be useful for staff support, especially wit
increasing workloads and pressure. Those who are the least well infor
med are the most anxious.

Caring for other at-risk groups who are HTLV Il-positive or have
AIDS
(Presented by Catherine Levy)

GROUP DISCUSSION

The possibility of the HTLV III virus being passed on via insects, such

as fleas, was discussed. This was of particular interest following the

reports which have suggested that the mosquito may be one source of
infection. For those health carers in the community it is of particular
relevance when dealing with drug abusers who do not always practise
good personal hygiene, and are often admitted to the clinic infested
with fleas. It was decided that there would be no personal risk to health
care workers as long as they adhered to the DHSS guidelines for
nursing those who are HTLV I-positive or have AIDS (see also p.
183).

The DHSS guidelines were discussed in greater detail and the general
consensus of opinion was that the practical issues were dealt with
adequately although other aspects of caring for patients in these at-risk
groups may need more in-depth information.

Members of the group discussed the problems of positivity associated
with drug abusers. Previous publications and media coverape have

They discussed whether it was permissible to pass this mf(zr:rx;log ;Z
nother health adviser if a patient trar}sferred to a dlffereg g e
e king in an STD clinic explained that in some glrcumgtanc

e wg:siblz to pass information about sexually transmltte'd dxseas‘es
tc)‘zf;i)tpher health care adviser if this was relevant to controlling spread

of infection.

at, i 1, drug abusers, when
drug abusers. It was felt that, in general, ‘ ,
f)ert:garieantr d%d not readily seek antenatal care, and a special point should

be made of education for this group of people.

Implications of HTLV III testing for staff and patients
(Presented by Maureen Fearns)

Topics raised:

Report of the Special Interest Group for Nurses 205

oup were worried that not enough discussion and information
c B ailable relating to drug abusers, as they gould be a high sourie
1 ?;/ction spread. It was felt that health education shou.l('i ;ongenga e
’?e effort in publicizing the risks of HTLV HII positivity in drug
0
g’sfe};S;:linics are governed by laws of conﬁdentiality.d 'ljhose rgérsefi;ﬁ(;
in thi ting were interested in confiden
‘not worked in this type of set ‘ X :
dtrilr(x)o to HTLV III positivity in relation to STD clinics. Thlsﬂ\s;s
:lticuclarly pertinent when referring a patient from one area to another.

One member of the group raised the question of the care of pregnant

Should testing be available for staff? If so, how should this be

aged? ' _ o
2 rSnl?c?ulgd testing be available to patients and their relatives? If so,

what was the need and the consequences?

1.

GROUP DISCUSSION

Testing for staff

This was equated to previous experience with hggantt}sﬁl? t;sit;rlll%.nso(zr{x):

people thought this should not be done as confiden 13 eyS n(:t L not be

guaranteed. What -one does not know about, one do

de’?ﬁgeéther thought was that testing should be Firrlegegu; feocr1 nit;]f:

working in at-risk areas. This should be done w’xt1 co p

and the results should be personz?l apd conﬁdentxfa . future arguments
The ‘pros’ for testing were that it gives grounds for fu

WITNO0841029_0112




206 Special Interest Group Reports

evidence in an industrial claim. Some professionals felt an objj
to Ifnow that they were negative to ensure that they were nObh

their sexual partners at risk; in the case of female nurses contot v
future pregnancy it was mandatory for them to know that tehmpl
seronegative before planning a pregnancy. *

Testing for patients

Tkgs was briefly discussed. There was felt to be a need for wives

(C)t cter sexual partners to be tested, especially where pregnancies w

p(;gb?:;platgijg However, 1t was noted that patients might encount
s with insurance medicals, etc. if they h :

a positive resuit. Y e been told they f
The‘cor_lciusion was that HTLV I testing has a place and ma
necessity in some circumstances. This testing, however, must be c}z]ir'
out carefully, confidentially and not used indiscriminately. Testing mus

be available but requires a back-up service for advice and counselling

in order that both health care w i
o orkers and patients can m ]
decisions about their own needs for this test. ake tbe

Psychological effect of positivi : : -
staff 4 ’ ect of positivity or diagnosis of AIDS on patients and

(Presented by Pauline Sharp)

Mrs Sharp stated that some i k
' ' people, even in the caring professions
z(\:ftzl 1{111 ;:;n:tthuzig]?adhl“hey do not bother to educate ther§selves wit};
. ~stand by their uneducated opinions and thus give ri
;l;rr;;;i \v;zl;llclh aff;cts the situation in a negative way. The \%vh:l?:gpti?:
positivity and AIDS has a greatly changi i
' : y changing nature
;tcgard tbo the disease itself, to research and to advice agndgnursinrg c\;’;teh
can be very confusing to the patient and to th .
T € carer to accept,
?[pédsm abouti and }‘e—educate oneself about HTLV III positivityc?r)lci
e : today s advice differs from yesterday’s, and probably will be
i ;rent again tomorrow; nevertheless, some basic aspects of the effect
on health care workers and patients rer rain unchanged.

({Z}:err;s:s rzjéﬁral rehsponse in bcth patients and staff who are immediate
carers s theds t osspeople widely r.elm.oved from the subject. Fear
foses fom the iéniertdmty of what positivity means or what it will lead
}ik’e e 1’ nowledge thgt at present the diagnosis of AIDS is
eing on Defxth Row, sometimes getting reprieves but not i
when those reprieves will end. e

2 What did I do wrong?" Health care workers experience anger
bout whether they could have done anything different in their caring

worker, both of whom feel that they can no longer control the situation
because of the destructive element of HTLV III positivity or AIDS.

Denial. As for other diseases, the patient may deny the diagnosis,
therefore endangering others by ignoring the precautions that should
be taken by those who are positive and those who are in intimate

contact with positive patients.

Stigma. Being positive or having AIDS carries a great stigma in society,
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er. The patient experiences great anger. He may ask himself ‘“Why

hich would have avoided this situation, anger that this happened to
eir patient and to that specific patient.

oss of self esteem. For the patient, the destruction of self image is
\fluenced by his inability to participate normally in life’s activities.
here may be loss of human contact with partners and friends, to the
tent that they will no longer be able to relate even to their children.

ack of control is experienced by both the patient and the health care

making the positive person feel like a leper. This may lead him to lose
trust in the carer in relation to confidentiality.

GROUP DISCUSSION

Discussion related to all of these psychological aspects and showed that
there is a general feeling of anger and fear in health care workers and
patients, because of the lack of consistent information. Information
that has been given in the past has often been proved to be incorrect.
It was felt that there was a lack of nurse education programmes that
could help nurses deal with their personal feelings and their patients’
feelings.

There was some expression of fear of an unknown subject, par-
ticularly as it had been grossly sensationalized by the media. It was
also suggested that there could be more support from unions and more
education for nurses nationally. Some nurses expressed frustration that
they were unable to understand the subjects which were discussed in
relation to psychological influences. However, all members of the group
had a great desire to learn more in order to help them to nurse the
patients and to deal with the practical and psychological elements

PN S N
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Report from the Social Care
vorkshop for Social Workers and
‘hose in Social Care Planning

Introduction

The session was chaired by Mrs Jean Lovie, Social Worker, Newcastle

upon Tyne Haemophilia Reference Centre. The speakers were:

1. Dr Colin Griffiths, Health Education Unit, Swansea

2 Mrs Riva Miller, Senior Social Worker, Haemophilia Reference
Centre, Royal Free Hospital, London

3. Mr John McCreadie, Assistant Director of Social Services, Glou-

cestershire County Council

1. FEducation of Social Work staff
CHAIRPERSON’S INTRODUCTION

Social workers are as exposed as others to the inaccurate reporting
about AIDS in some parts of the Press. The medical/social aspects of
the disease are complex. It is imperative to educate staff to allay fears
and to inform, before they can proceed with the work. Social workers
are in a position to help those in the at-risk groups, but also must
contribute to the task of educating the public.

In the first instance, training programmes are needed for staff within
social work agencies. The task of education is being undertaken by
different personnel in various parts of the country.

DR COLIN GRIFFITHS

AIDS has been unigue in the amount of publicity it has attracted, but
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public and many profession i
3 al groups. It is essential i
nd m . to d i
I;;loowr: facts in order to allay fears. In West Glamorgan ;isi:ilma'
nursgin gm}r;::z Z{asso beeq]lsgt up for hospital staff of all grades !;Cs‘t
‘ auxilliary staff, such as d i 1d ¢
This progamne ™ , SuC omestic staff and port
o as been organized on a di -
Is in addition to the speciali i carch leotmes s
pecialist medical and r '
o i : _ _ esearch lectures
o Otuzlile. E:;/?fnhm the hospitals. Video material and pamphlgtbsoxzA
: ave wanted to ask questions and g
en : ‘ nd to approach t '
hav:r; el:formal basxs' afterwards. As many hOSpIZiFl) staff e?se Spea;
o0 be naggv;:rgd, with ta}ks arranged at half-hourly intervals é)eotw
progr.a rr;me has‘be;e).;ne.xihxg prroach has been so successful tha\tv'th
. nded to cover other hospi i '
pros . ' pitals in th
Workéncluies sessions for dentists, social workers commulelietlrre}?’ ;
morke rs,t: ¢ prison population in Swansea, members of the )a o
mu Styuge ctndmg a local club, police, fire services, ambulancegsz e
e w.?h's at local colleges. An educational programme hatsrV e
ithin the local schools. In all, 620 talks have been giv .
en t

sexual i it

AID; Ezgagézzrdvysl;: rrg“ari/ tgrgups.. In this way, basic information aboy
a . .

Glamoraan o ed to a wide range of people in the Wes

iS no 6] t h i 2 y
e u erestume hC 1 1'6 an ’
E][e]e (] ub that W nd est1 ated t evel Of anxiet d
derﬂand f()] knOW kldge aboul AIDS When we St‘dl’ted the pl O grammf ? ‘

an ali i

o nilswsfno:)\; irfc}hze t}}e Importance of distinguishing between the prob-

s o é) ! :dc adntlbo_dy status and the AIDS syndrome itself. A

oty ai . theif fflcartlx'or}al programme is now available for séro-

P oy dnd thel faxm les, and we plan to publish information sheets

e var » professional groups that are likely to come into cont k
people with HTLV III infection or AIDS-related problems e

CHAIRPERSON’S REMARKS

D . e
in;og;xafg;hst initial programme has had the main objective of givi

o inn d0 as many different professional groups as possible ']g"htl)r;g
reqmregmorv epth. w_xth. people ‘who are seropositive or have. AID§
st e spefcxaixst mformation and training. A list of addresses of
spec - groups trom which material and i ati o
1s given in Appendix A (pages 241-244), iormation can be obtained

.risk groups and the AIDS issues, with special reference to those

sth haemophilia

HAIRPERSON’S INTRODUCTION

Social work with groups at risk from AIDS is exacting and time con-

suming. It makes use o
of the client to confidentia

ositivity is that those who come

possible implication
" Counselling is not jus
also required is the opportunity for
the implications of the test results,
life-style. This
members, at the request o
bring uncertainty for many,

caused must be found. Socia
of families that they will be identified in the Press.
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Dealing with ‘at-risk’ groups

me aspects for consideration by social workers when dealing with

f many social work axioms relating to the right
lity and self-determination, and to be treated
ith compassion and dignity. A requirement of testing for HTLV II1
for testing should be aware of the
s of the testing, before it is carried out.
t the giving of medical information. What is
people to discuss with counsellors
in terms of their own particular
sometimes involves interviewing a number of family
f the person being tested. The results can
and ways of coping with the stress so
| isolation has been increased by the fear

MRS RIVA MILLER

Introduction

AIDS and all its ripple effects came at a time when the generic approach

to social work was the generally accepted policy in most local authority
social work departments. In hospitals, apart from a few exceptions
where there is specialization, referrals are generally dealt with through
‘intake systems’. Where social workers were either attached to Hae-
mophilia Centres or were dealing regularly with these referrals, their
involvement with all aspects of AIDS dates from as early as 1984. They
were placed in a good position to gain this experience. Several import-
ant aspects need to be understood when working with those with AIDS

or HTLV III disease, concerns which call for specialization or regular
ith day-to-day contact both with professionals and

access to those w
patients and their families.
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Some aspects for consideration

1. ‘At risk’ groups Itisi

- ps. s important to understand so ing ¢

ige—sti/le, any dllemm'as resulting from 1it, and the par?lc:;]?? o
pects of all the at-risk groups, which include the following: 7

Haemophilia is a life-long i i
is a -long inherited bleeding conditi
tr;:pl?csment infusions of blood products to treft blélec;;mg’efrqu
eated blood products became available, haemophiliac's we:eritt

from HTLV III infection bec:
with the virus. ecause some blood donors were infee

Homose . i ‘
(romos xyals and bisexuals and their partners are at risk from sexi
ission because of their sexual practices. Se’*{

Intrav ’
enous drug abusers are also at risk, primarily because of th

common practice of needle shari
mitted from person to person. " whereby HILV Il an be wrarf

al and nursing staff in p

ontribute in this area, with medical knowledge and back-up.

seminars and additional training — are important.

6. HTLV Il antibody test.
be understood by the worker before a client or patient can

adequately informed or counselled. Precounselling is very important if
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At present there is no known cure once AIDS s diag-
ed. Infected people are largely in the younger age group. Medi-
articular have to find ways of reducing stress,
they can do little for their patients’ health. This calls for time and
creased counselling skills. Most social workers are well placed to

. Staff stress  has been recognized in Centres dealing with AIDS and
TLV I issues. This has largely resulted from attempts to get correct
nd clear information from various sources, when the day is crowded
ith patient care and practical concerns. Staff find themselves discussing
ersonal/sexual aspects, which neither client and worker are accus-
omed to. Any efforts to relieve staff stress — such as meetings,

The full significance of this test should
be

possibly devastating social, emotional and practical consequences are
to be avoided. Points to consider are: (1) a seropositive result means
that the HTLV III virus has at some time been encountered by the
client. It does not mean that the individual will necessarily develop

Heterosexual s ithi
pread within the ge : :
ruled out, © general population can no longer b

With all at-risk ;
groups there is the possibility of infecti
. : y of infectin Sexus
partner, and thereby a fetus if a mother is seropositive 8 8 s

2. Up-to- . . . .
- ep a(; Za;e m/iw.;/zcal and gpzdemzologtca[ knowledge and awareness of
SOCia{g’w(}r }? e: ical conditions are all vital. This information helps
ers to approach the issues with ¢
onfidence. Unfi
e : : : . Unfortunat
no teha(l3 :era_mce 1‘;&}? be given to infected people about the prognoesliz,
ning of the HTLV III antibody ¢ ’
; t and status. A
of current research is es i ) the o o age
. s essential to ensure that acc i ion i
! 1 1s essent : urate informat i
tgh:rgoght;n cougseéhng in isolation, social workers should makéosrtllrls
€y and their clients should have r
at b ) : egular conta i
with appropriate medical expertise and experigence s with those

?}.\hPrejudices inevitably arise, for example:
ey ought not to have children and continue this inherited condition’

(for haemophiliacs); ‘God’s )
) S)s revenge’ (for } e
brought it on themselves’ (for drug ab(usérsi?mosexuais), They have

AIDS ¢ ¢ i i
A Ose’dsnd relatefi issues raise many questions which lead to exam-
g own prejudices which, under stress, getin the way of dealing

effectively with cli i
,4;oqh;1:¢‘,y A:nnM_?Jrzents/‘pa‘t%er.lts: Theser may be about sex, life-style,

AIDS, or that the person concerned is in any way protected against
the virus; (2) groups that are at risk must be advised to take suitable
precautions to avoid becoming infected; (3) practical consequences
regarding life insurance and life at work or school must be considered;
(4) the value of anti-HTLV 111 testing must be assessed, both clinically
and from the viewpoint of public health; (5) should the client be told
about the results of the test, and what might be the consequences of

disclosure?

Some dilemmas

1. The mood of optimism has been reversed. Over the past 20 years
or so, effective treatments for haemophilia have been developed and,
until the advent of AIDS, prospects for leading a ‘normal’ life had
never been so good for haemophiliacs. In the words of a 40-year-old
haemophiliac, ‘With the successful treatment for bleeding, and the
advances in surgery, 1 thought the battle was over. Now it has started
all over again’. Until recently, homosexuals were beginning to be more
onen about their life-style, and to lead ‘normal’ lives; AIDS then
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2. Treatment dile
nunas. People with ili
s P ith haemophilia
o O;eg(tam;nts to prevent damage to their joigts ancclietp -
ath from untreated serious bleeding. The d e

families are an
¢ gry that they have be :
been contaminated, Y ¢ been given blood products tha

3. ‘Contagious’ Q ‘ous’
> Comaﬁzé;z:tv and ‘infectious aspects. For those with hae
e ar}; c li(s)ntso (z}f] AIDS are no longer restricted to thtemophll
' e sexual partner and, if b
::ybogn ch;lfdren. The risk of passing on AIbS ffma]e’ o . be
,can a i s
< ;Chzcgl faTn}qéyl.and pfersonal relationships, and also attitud
. . 1ves of homosexual ; ;
by thic o ‘ Sexuals are also very m
of mans p:ct, which can accentuate the social and emztio‘rjg?'?ffec’i
o fanany gn gft r:eln. Drug abusers can also be a source of H'IIS‘ICiIatl
i ,bm " nly to others who share their needles, and thei V'I
, S0 to unborn babies and infants through breést lfr 33§U
, st feedin

4. Labelling The di i
elling. 1agnosis of haemophilia i i
people’s minds with AIDS, carrying with 12 thlei3 llasbrellogf l‘mke

their illness to others i
i S 1n attempts to avoid beij

or ‘disabled’. Lt id being labelled ' °d;

chips b aeuse ;I!‘]hey fear rejection and social isolation in t;zﬁdw???bd

Thoes foose ey suffer frqm haemophilia and are at risk fro n AIDS.

Homose s | a};/: been realized in some school and work sitmup;m&

it o ovfeb a}ways been labelled, but now they hajelot?ls.
eing a possible ;

also carry a label because of AIDSsource CTAIDS. Prug abusers now

5. Risks for child
ren. Parents of h i
have feelings i ts of haemophiliacs, who may &
now have ti fzig mét;t,)om passing on the condition to theiragffz]re'ady
because of the possaib] ;t;onal dilemmas over treatment for haemol}))rlig'ge;
angers of contracti I
blood products. Th g racting AIDS from O
. There has been a re-e contaminated
rotection’ ; -emergence of p: o
P Au;t;in;; ;vhlch Were so common in pre~treatmen$ ((igegns of “over-
AIDS forgthe;(;‘zas;i%?;g do ﬂ(}it have to consider the in{p‘lications of
. ren, they do hav :
and ofte e to cope with ;
n l.irszormed fears of family and friendg who ;:f :eactlolns
- Yamnin

S

_evidence of prenatal transmission and through breast feeding, so the
“advice to them is not to have children at present.

d in many

O1 llllCCtl() 1S aemo Hiacs have aISO fOulld it d]fﬁCuh to deSCnbe
us’. H m phl
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sons. There are also fears that seropositive i.v. drug abusers may
<t children by careless hygiene, although normal household contact

not proved to be risky in this respect.

Having children. In recent years, since effective treatment
ame available, haemophiliacs have often decided to have children,
spite of the knowledge that their ailment could be passed on to
ure generations. AIDS has changed this, and such couples are now
vised to postpone decisions about pregnancy, because a man with
aemophilia who had become infected with HTLV III could pass on
e virus to his wife, and through her to their unborn child. AIDS
formation must therefore be included in genetic counselling. This
ace severe strains on existing relationships, and can also affect

an pl
h HTLV II1, as they prepare to form their own

oungsters infected wit

uture relationships.
Seropositive bisexuals and i.v. drug abusers can also transmit HTLV

I to their children. In the latter group particularly there is strong

7. Sexual partners and close personal relationships. The fact that
most severe haemophiliacs are HTLV 11 positive has affected patients,
because of the fear of transmitting the virus to their partner. Staff are
now having to find ways of discussing safe sex and giving hope to
people who feel that their lives are devastated. It is the adolescent and
young group who face the hardest, apparently insoluble dilemmas.
However, humour and imaginative discussion can help them to see
things in a different light.
Homosexuals also suffer from these problems. The fear of rejection
and isolation is paramount, and the loss of a previous life-style is
devastating until they, too, can be helped to see things differently.
Because many possible contacts are infected with HTLV III, one effect
of the AIDS scare could be to keep homosexual partners together.
Intravenous drug abusers not only have to cope with the above prob-
lems but, in addition, have those of addiction, including withdrawal
symptoms, and these problems can affect their ability to act rationally
or responsibly. Their general health is often poor, and they frequently

have many sexual partners.

8. Facing death. Those with haemophilia and their families may
have already faced the prospect of death through life-threatening
bleeds. The threat of AIDS has forced them to think about guardianship

Hamneeynals mostlv of a very
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knqwing the fatal and short-term prognosis. Drug abusers are alre
Z&rgsk Fhrough their general health and hepatitis B infection. Howev,
S is an even more clearly life-threatening condition.

9. Medical care. Haemophiliacs and their families, because of

structure of haemophilia care in Great Britain, may r’c‘:main und o
Cent.re on many years, or even for their lifetime. They establis}fr 10n
relationships with the staff and it is not uncommon for the bou dC o
bet‘ween prof.essional and personal relationships to become b?uf r 5
ThlS. can get in the way of giving and receiving effective inform tl'ed
partxcularly because of all the uncertainty related to AIDS/HTLaVlOIiI]
isues. Homo§exuals may have no special medical contacts apart fro
the STD clinics. They may be reluctant to go to their o;vn doct

who may kI:lOW nothing about their homosexuality. Taking the zrs
step to obtain medical advice could be difficult, and mainta%nin TS‘
stgqt care may also be a problem. Drug abusers may attend a ecial
c{xmc, but often they have no clear medical support, and ;PeCIf_ﬂ
difficulty in obtaining comprehensive help. e fere

10. The media. For haemophiliacs the media have rai i
government consciousness to their concerns, part?cxfl;ra;;i(ljlep:s hCl ancé
blood anc} ‘blood products. On the other hand, it has linked AIgg . Od
haemophilia c?losely, affecting social, school and work life. Homose anl
have had their profile raised through the media. One béneﬁcial a:ujci
may bc? the spread of information about precautions that they can ?ake
to avoid HTLV III infection; the same might apply to drug abusers

éfs ;;i]nizlz;y ll;’;jks dTll;e }Laemophiliac usually has strong links with
s uenced by the inheritance and constant
that have been develo . familics. often
ped over many years. Some families of
- . - - t
;-S(t;}n;pteed tob kfeep 2116 implications of haemophilia from the ouotsiflg
> eéven betore AIDS; AIDS has now made thi aj i
Homosexuality is often ke i social and emaa
pt from the family for social and
reasons, and the first that families ma it i P!
' ' y know about it is when ill
including AIDS, forces the subject i ‘s may
, ject into the open. Drug abuse :
also be estranged from their families, whose first knowlegdge of trifer?;slz

of drugs may, as with homo i
oo s With sexuals, follow the development of illness

12. Schools and emplo
. yiment. In the past, many haemophiliac

. . i S .
ided telling their employers about their ailment, becausepthey fes:c?d

discrimination. A i
. As their chances of em i i
availahilin of e s nces of employment improved with the

Haemophilic children are sometimes teased, and are even sometimes
called ‘AIDS’. Parents struggling to bring up such children as ‘normal’
have been faced with this new nightmare. Homosexuals may well
experience prejudice in the workplace and encounter acts of dis-
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crimination. Youngsters with homosexual tendencies now have
additional burdens and fears, and need to be educated about ‘safer
sex’. Drug abusers should be identified and educated about ‘safer sex’
practices. However, fear may make it hard for them to seek help and
advice, particularly if they have already encountered social isolation

and discrimination.

Some ways of responding

1. Sessions with individuals, partners and families. The purposes of
such sessions include the following: (1) to identify the risk of infection,
and to identify the source; (2) to assess how much of a concern AIDS
and related issues are to them. You cannot take for granted that they
are a major concern with everybody; (3) to find out the extent of their
knowledge and understanding about AIDS; (4) to assess the fears,
anxieties and needs of the people concerned; (5) to give information;
(6) to allocate sufficient time, and to correct misapprehensions in an
attempt to allay fears and anxieties.

The methods available for use in these sessions include the following:
(1) take time before a session to consider what is known about the
individual, couple or family concerned, in order to plan the interview;
(2) take time before the end of the session to reflect on the interview
before giving your conclusions; (3) take nothing for granted, either
knowledge or the lack of it; (4) repeat the last sentence spoken by the
interviewee at the start of your next question to ensure that you move
at their pace — this also allows the interviewer time to think; (5) always
give a follow-up appointment, even if it is in a year’s time. This helps
people to feel contained; (6) the time between sessions will depend on
your assessment of anxiety and signs of depression, and the amount of
information you think has been absorbed and understood. I prefer to
give plenty of time between sessions to give people the opportunity to
find their own solutions during that time.

2. Sessions with groups. Group sessions can be used to give mem-
bers the opportunity to exchange ideas, concerns and information.
Members can learn quickly from each other, and staff also learn more
quickly about their concerns. Group meetings benefit from skilled

P fed mns lan vrand fae Aduina infAarmatinn
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problems, clarify situations, and seek solutions to

proviems, their concerns 3

3 Wri " ..
ph;etsm;i’é bmatenal. The provision of appropriate leaflets
ooklets containing important information is anoth,erp\?sm

f m t'ng h n S
. .
O ke’e i t (54 ee(l‘ a]l(t concerns ()t Staif a]ld pa“ents, COl’lStant u

4. The involvement of medical and other staff. It is very importan
n

to dlSCUSS 18sues Ith me g

Conclusions

AIDS and HTLV III infection are major challenges to patients an’

thei .
eir families, and to those who care for them, whether professional
y and life-threatening

carers, friends or volunteers; the uncertaint

aspects of AIDS can be overwhelming. The disease concerns every-

bod e ) .
ma‘z/’,r eC\I/]er;lthose in society .who think that they are not involved. The
j allenge facing us is to become able to view things frém a

relationships -

g ? :
dlffele”t an le ththel th]S m ”le 1eah“ Of ldeaS SeXudl
o1 the plactlcal 1ssues Ol hie.

CHAIRPERSON’S REMARKS

M G - .
th;sq?—/{rl.llir 1s paper highlighted the importance of attached workers to
th ;Cti i}s 1C ull{ics,.workers who can develop specialist skills and maintain
an st ;: ]'mh with the changing medical scene as new information
matj(;n Whlgnt. ;I(’hsse }vli)rkers should be willing to share their infor
R asked, with ¢ i i 1
mavion olleagues more isolated from direct medical
imIS;I)i(;laatIe(viv?rke:'}j were already finding that the HTLV III virus was
n other areas of Social Services De
at : artm
the clinics for the at-risk groups, for example: ’ et work beyond
1. In eri i
mn dfostumg and ad(?ptlon where a mother is seropositive, pregnant
, Dmaycpass the virus on to the child she is carrying; ’
. : 055?'); z;e Nurseries, Day Centres and in Hostels \’vhere a ser-
positive ¢ .1Id Or young person may need help with bathing, toileti
or counselling; & foretne

. In court reports i
In respect of inte .
sentence: P the appropriateness of a custodial

VV \NUO4H
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{n Home Help and Meals on Wheels Services, where there was a

need to allay staff anxiety about casual spread;

In termination counselling where a person may be seropositive and

- pregnant;

. In Artificial Insemination by Donor where some couples were seek-
ing reassurance from social workers that semen donors have been

tested for the HTLV III virus;
. In young people known to be sexually active, especially in a casual

ways;

_1In referrals to area team offices for financial, practical and coun-
selling help, or assistance seeking accommodation where the distance
to an at-risk clinic or non-availability of a social worker there makes

it necessary to seek help locally.

[[I. Some aspects of AIDS and HTLV III positivity for Social
Services Departments

(Joun MCCREADIE)

It will be only a matter of time before the AIDS problem arrives on
your doorstep, if it has not already done so. I hope that, as a result of
this exercise and similar ones being organized in the UK, that you will
be in a better position than I was when the ‘knock came on my door’ in
the autumn of 1985. Preoccupied by the daily round and its pressures, 1
was faced by an immediate and unavoidable dilemma. An Area Direc-
tor telephoned to seek guidance as to how he should respond to the
news that a haemophilic volunteer, who was helping out in the Area
Office as part of his own therapy, was a confirmed carrier of the AIDS
virus, having at some time received contaminated blood products. I
had to consider my obligations, on the one hand, to the individual
concerned and, on the other, to the Department, the Gloucestershire
County Council and its staff. I needed more than a little guidance in
this matter, because I did not know enough about either the medical
or the personnel issues that were essential to proper decision making
in this matter. Following a meeting with the Chief Executive and the
Council Personnel Officer, I advised the Area Director to counsel the
volunteer as to the advisability of withdrawing his voluntary services
temporarily until the matter could be sorted out. I now realize that this
advice was not in accord with current medicl guidance, which rates
the chances of transmission in the work situation as negligible or non-
existent, provided that everyday rules of hygiene were observed. In
s ot the vnlinteer did withdraw his services following counselling.
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A period of comparative calm followed this self-suspension b
volunteer, but this was not to last for long. We soon received 1
from the parents of the volunteer and from their Member of Parliam
and I was also asked by the Area Director for permission to reinst
him. My decision was made easier by the fact that the volunteer ha
personally told everyone in the Area Office that he was HTLV.
positive, and that none of the staff objected at all to his return. I v
therefore able to agree to his return to ‘work’. Unfortunately this v
not possible immediately as he was admitted to hospital following
bleed and was reported to be very poorly. The news that he coul
return when he was well, which was personally conveyed to him j

hospital, undoubtedly hastened his recovery. After his discharge from

hospital, he has been attending the Area Office regularly, in spite o

not usually being very well because of his haemophilia, and has behaved

most responsibly in matters of hygiene.
Following this experience, the Occupational Health Unit of the Coun

cil decided to deal with the question of precautions against AIDS within
the wider context of handling body products generally, to avoid raising
undue anxiety about AIDS. They prepared a document entitled Pro-

cedures for Dealing with Body Products, which is reproduced in Appen-
dix D (pages 255-256), and which the Department Management Team

has sent to Heads of Residential and Day Care Establishments and to .
Home Help Organizers, together with a covering letter suggesting ways
in which this information should be passed on to their staff. In addition, -

a draft booklet entitled Children at School and Problems Relating to
AIDS, prepared by the Department of Education and Science, has
been circulated by the Chief Medijcal Officer to all general practitioners,
paediatricians and haematologists, as well as to the District Health
Authority responsible for the School Health Service, in the County.
Copies of this draft booklet are available from the Department of
Education and Science, and Local Authority Education Departments.
A letter accompanying this draft booklet states that a ‘guidance docu-
ment is being prepared, which will cover the wide range of situations
where Social Services Department Staff may be involved in AIDS-
related problems’. This document is awaited with interest.

Our Departmental response has been to provide immediate training
for Hospital Social Work Staff. Further in-service training of a more
general nature and the provision of written material are planned. There
is a need for a member of the senior management team to become
acquainted with the issues, and to co-ordinate a planned Departmental
response. This is likely to involve interdepartmental discussion. Man-
agement strategies have to be developed. These requirements are time-
consuming and depend also on co-aneratinn and anmd il

on a
;ﬁ;sservice will be available in Cheltenham, Cinderford, Cirencester,

nor
siewdata screens wi . ‘
:qfev;;hone numbers. This system, which contains more than 100 pages
e .

. |
of information, resulted from co-operation between the County Counci
and the Gloucestershire Royal Hospital.

i istricts high-risk groups, com-
tive, Districts should concentrat'e on . < :
bf ;ifzii:; the publicity campaigns, and mcluc}mg provision fo.r (t;':sttlpcg;
i pf{; counselling services; the provision of facilities on a mu}g— 113er !
glasis may be appropriate in some places. Plans for 1}35?{;?1 s ig;uded
ni a bsequent years s
tted by 30 June 1986, and for su _ ; - .
isrll}brrgiioenal };hort-term programmes. Finance is being made available
(=4
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i i tly also announced that the

tershire County Council has recen ' :
Gio";cetsjblic and County Council staff are now able to obtain ad\’/xlc;e
nerjvige range of health topics, including AIDS gnd other se)guaiy
mitted diseases, from local libraries that use viewdata terminals.

ley, Moreton-in-Marsh, Stroud, Tetbury and Teyvkesbury durg]xg
- f,\;vorking hours. For those requiring further information, z
s ill also show relevant local contact addresses an

Finally, in order that attempts to combat the spread of AIDS may

for regional short-term programmes from c&aptral1 ggvir;ég_e-g_t/ ?;ntdhse.
2.5 million is being made available in :
g(;'f ?I%{/'m:::c’l éE Thames Regional Health Authontxc_zg for trez}xltmgm
angl’ counselling services. This large sum is in recognition (})}f t zm ;Zl
; roportionately high incidence of AIDS in these regions. T 13 '(;f el
?undping is expected to continue, but will be reVIe\fvegllf)()Sx' ble C:n n
i i tion about the spread o
regions as further informa S DS hecomes
i horities will have to me
available. However, Health Aut . ; e co
i i t confirmatory testing by
iated with testing blood donatlops (excep :
?gzogiblic Health Laboratory Service), and the extra cost of heat

treating Factor VIIL.

CHAIRPERSON’S FINAL REMARKS

Mr McCreadie’s paper raised a number of impqrtant issuels relat;ngrtoo

confidentiality and the position of staff w'hi{) might default on a p
ossi hemselves at risk. .

cedure and possibly place t . N N

It is impcf:'tant that information from the grass 1oot§ gmc?s. it:sv:rz:

speedily to senior management, and that management ems;&; > are

nliade in an informed decisive way to heép. reduce thz1 fyre;sg; y . aiis

i i in of the AIDS issue on a day-to- .

staff working with the strain o . n @ day-io-day basis.
i t there are still regional va as

It has been pointed out tha ‘ o
the number oprIDS sufferers and those believed to be seropositi

1 mmtatinn ~f tha wuariane aturick oranns It
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1S .rgost important that, at a local level, services should devel
unlx ed way between the Local Authority, Health Education ¢
VoFuntary sectqr and Health Authorities at a district and region :
" rom a Social Services Department point of view this mj }?
he appointment of a social worker as an AIDS adviser to co%o
tle dgvelopment of a social care response locally. Some authoritr ¢
gregly dra.wmg up guidelines for the various staff groups withi;
t (?c;a Ser\gces If)epartment. In other areas this task might be assio
a member of the senio ¢ ¢ ¢ his o
to & mer r management team as part of his
. g)l;eg gzte glf i]edvoluntary sector to pioneer new initiatives has b
-established principle. The closest co-o i ‘
 lon peration between So
Sz(rjvxces I?epgrtment§ and local groups setting up telephone informs’:t
' counselling services, some of which would be closel
ngl tge ierrence nggins Trust, is highly desirable.
AIDUSI elines on s;mal care issues relating to the HTLV III virus 4
are awaited in England from the De
' . partment of Health a
(ngasl V?gcgnty. The news that the British Association of Social Worl?é]
is currently writing guidelines of i i '
. : its own is also to
g}zl::;gg . 1I't is ag ex}pressxon of all that was said at this workshop thb
idelines should not address themselves 1 ical i
such as the handling of bod ids (i P thase vy, but ot
y fluids (important as these b
recommendations about counsellir : o
ng should be made. Soci i
- . . Social Services
epartments are used to seeking ways of meeting changing social needs

Wlthln the C()mmunlty and it 1s lmp()ltalll that thc service
i
5 S Offeled are

3

eport from the Terrence Higgins
rust

§

atroductory Report (ALEX MILLS AND Nick PARTRIDGE)
y associa he Terrence Higgins Trust exists to help anybody who has AIDS, or
’ _an AIDS-related disease, or who is just concerned about AIDS. The
Trust has developed a number of different services. Among them are
a medical briefing and other leaflets, such as AIDS — The Facts, and
AIDS — More Facts for Gay Men, which is an explicit leaflet about
sex; this is reproduced on pages 246-247 of this book. Another import-
ant service that we run is our telephone counselling line, which is a
telephone link open every evening, seven days a week, and which
receives 150-200 calls per week. We also provide a range of support
services for people who are known t0 be anti-HTLV III positive. Many
people are not too worried about this knowledge but, for others,
adjusting to this information can cause many problems; they have to
work out the implications for their own lives. We support several
groups and discussion groups, mainly at present based in London, one
of which is called ‘Body Positive’; this is a social group, with a fort-
nightly disco, and with the open offer of support and counselling for
those who are anti-HTLYV III positive. We also have a most important
role of providing what is called a ‘buddy service’. This involves pro-
viding those who have been found to have a terminal illness, who are
living alone or with a lover who is worried about catching AIDS, with
someone who can act as a well-informed ‘best friend’ — that is the
best way to describe him. The ‘buddy’ knows about the range of
medical and social services that are available, and how to help with
practical things. Buddies keep in touch — they visit regularly and
provide support for people with AIDS. Currently, we are buddying
about 50 people, two of whom are intravenous drug users and the rest
are gay men. This is probably the largest buddy supporting system for
people with AIDS in Britain so far.
There are a wide variety of skills within the Trust, organized in
s 4 e tdn wmadieal eenneelling social services, legal and
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in the organization and d
evelopment of the Trust. We liai i
. . . » . s e l ,' ]
ic»nrgan1z.atlons in Britain, where the number of local gr(i)zzse P
Ng;::}?’su%; for instance, there is a new one in Newcastle f:lllesd“
. There are also many others i i ‘V
! h : , particularly in Scotland {
grlii 3cecl>ltmh AIDS Monitor’ based in Edinburgh, which is ’vgr
and wel ;stabhshed. We als.o liaise with similar organizations myA
oo and ,ulr]ope. Another important function is that we try t ‘n
poice’ or]t ; gay community in their relationships with official L(a)' :
o 1cunmgp ¢ hospitals and government. Obviously we cannot repOd
ay community, but we are involved i i %
. . ’ Ve !
level discussions at various times o n many fmportant e
To give a better indicati .
ication of what we do, the co
. , ntents of '
telgﬁgogletcalllsl illustrate the sort of thing that people contactﬁ :se rﬁce
rst call was from a gay man in his thirti oned
‘ . . is thirties, who
?skk What 1}5} this test all about? What does it mean?’ He ;2§f§10n'e
now what a positive test for antibodi ing o
' tibodies against HTL
mean. 3 i i ot
mean. Ig is often dlfﬁcglt for people to appreciate why a pogitivwou
means ¢ ;?t they are still infectious, especially when they hélve Bbtf?
speit o tdt (antxboc{les are things that protect one against diseas ¢
per a(ikl g a long time trying to explain this, and why it happens ;
hen & e fwh.ether, in view of the fact that his test was positiv :
as e fw qlnTigtxous. What should he do about safer sex — indeed, wh f;
e’ This was an explicit phone call i ou e
o p call, but fairly routine.
o feiecgnd f:all was frorp someone in a provincial British town who
Lond(my orried about his mother. She had had her ears pierced i '
a year ago and had complained i .
rond . ' plained of marked diarrhoea
o C5115( :;onths{,) she_ was convinced that she had AIDS, and whatfs‘;]roﬁllg
he ot out;.t. It is sometimes hard to take requests like this seriou;
you realize the fear and terror that this woman must have exper); :

enced for w i
weeks, a fear built up by all sorts of misrepresentations in -

the i i
Cert;l‘ixs@i,:genretgas a woman suffering from some ailment that almost
oy s 2 ing whatsoever to do with AIDS. Her ailment might
managemegn ; yb rteatable, and wou.ld certainly be worthy of help and
che thoght sileL}; ;hlzlwas too terrified to see anyone about it because
e Thea DS. That sort of call makes up a large proportion
P AIDé e ;:C::ze%eogll}i tvlvho have no 'reaI cause for concern as
sy%;l)totn; (Zif another, prot’Jably r;ligoiieil%sgssmely woried about some
e ¢ ‘
et nl;hi ;c;l]ll t\;&:as from a woman, whose fiancé had left her to have
and. they weee o a man. That homosexual relationship had floundered
ey planning to get back together again. She wanted
what her chances were of pickine un AIDS fram her ﬁonn:[:’xo

.ex and her emotional relationships, and illustrates how many aspects
of HTLV Il disease can arise from what at first seemed to be a very

something you are particularly worried about?” This caller went through
a list of little spots and pimples and sore throats and, after we had
skirted around the subject for a little longer, he suddenly burst into
tears and said ‘1 am going to jump off the bridge’. It then came out
that his lover had hanged himself recently, because he thought that he
had contracted AIDS. The caller had not told anyone about this
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o about it. This took us into areas of quite difficult discussion about

imple., straightforward call.
The fourth call started with a fairly standard opening gambit, namely

What are the symptoms of AIDS? . Our usual reply to this is ‘Is there

tragedy, even his parents, partly because he was introverted and partly
pecause he feared that he might lose his job. He imagined that he
would also develop AIDS, in which case the whole world would know,
as was the case with Rock Hudson. Some people like this caller feel
the need to unburden their minds of things about themselves that they
had never dared to reveal before.

On another occasion someone with AIDS telephoned to say that he
was desperate because he was about to go back into hospital, but would
have nowhere to go when he was discharged home. He was living in
a squat, which was to be evicted while he was in hospital, and he would
therefore have no home to go to. Because his major problem was
diarrhoea, it was difficult for him to manage without proper facilities
anyway. He was now totally alone, because he had no close friends
and had always been an itinerant sort of person. Here was obviously
someone who would benefit greatly from the buddy scheme.

The gay life-style is something that is very well known to those of
us who are themselves gay, but is a closed book to those who are
not; the latter cannot therefore give proper advice. Health education
materials, counselling services and advice telephone lines are pointless,
unless they are based on what actually happens, and are run by people
with the correct knowledge. No-one knows how many gay or bisexual
people there are in Britain, although an estimate can be made from
counts of 40-year-old men who are not married. It is particularly
difficult to calculate the numbers of bisexuals, who are mainly married
men who have occasional gay seX. It is important to remember that
the gay community is not something separate from the rest of society

in Britain: they are in every walk of life.

I have found that many straight people are unable to grasp the fact

that gay sex is much more than anal intercourse. There is a whole
: Tt el mntivity encomnassing many different things that
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bgf(?re h_e or §he can‘start giving information, let alone advice I
}i vice, it 1,5 insufficient to say ‘You should be careful wheﬁ "
; ;wmg sex’ or Avoid sexual intercourse’; it is necessary to dyol
Suehvarlenes of sexual expression, all the things that people ?a
th; as anal sex, sado-masochism and fisting (which is the act of o
he arm or fist into someone’s rectum) — this is part of sex, it hput
o must therefore be talked about when giving advice. Th’e s :p
> gday se:; ranges from anonymous sex in bath houses or saunas,lzhgtr
Sexu:;e;; ‘ovui]g m(énogamous relationships. Gay people are noto‘
nimals, and gay relationships are a i
i s loving as an
and emotion come into the ; i ©
: management of a ga i i i
and . gay patient, his sex
havehlii aprzr;r:)ers, as mpghAas they do in dealing with he;:erosexuizlisll,
meone with AIDS being told, in th is loye
e prd someone g , e presence of his lov,
, , you must never have sex again’ - k
ev% say that to a straight person. g’ No-one woy
he y i
. dg}:;nyt E)xessures ’on. gay people in Britain mean that many of
hem do ,O come ‘out', i.e. tell others about their sexuality. Whe
one o ¢ :se peopl}e is diagnosed as having AIDS, many of the normal
support that are generally availabl ] i |
s Of support ¢ to those with a terminal
y would turn naturally to thei i ’
o wher ' y eir close friends and
thzrﬂfg;u;ze ga§1Ire (}bs;an;, If they say ‘I've got AIDS’, others will knot\S
, a fact that they ha i i i |
o ey s y have previously tried to hide, probably
. fIfte ;z lfrrr(x)]:r»r(])r:ﬁr; tof rfme[r}aber that the British experience with AIDS
of the United States: the pat 5 i
‘ ; ' : patterns of gay life-styl
Sl;g I%ay sex are not the same in the two countries. Forg e};ampley ?ri
o 'rta;]nclgco, one could walk into a bath house and have anonymZ)us‘
wi or even 20 men on the same ni
e night; anonymo
not occur to the same extent i itai , s o
‘ in Britain. Another diff i i
the United States there i i o 1ho gy comamiiy
1s quite an overlap between th i
and the use of i.v. dru i Ctain i small T
d t -v. drugs, whereas this overlap in Britain i
: . in is small.
g(r;?‘;vnn, a<S)t‘her non—)l.v. recreational drugs, such as inhaled nitritIersl
poppers’) are freely available over th in ni
and sex shops, and are used quite wi i S communtty. Posps
, quite widely in the gay co i
are used in two ways: in di g and i sex Tn o
- us : scos and dancing, and i
activities, poppers can heigh i , " easure. o
: s ten the excitement and
ticularly around the time 3 e is o et
: of orgasm. Although t i inci
evidence that poppers are i ith AIDS, there remains the
enc involved with AIDS, th i
possibility that they are one of th tip in the somversion
: e co-factors that help i i
fr(zrn;1 anti-HTLV III positivity to AIDS. pinthe comversion
a ‘:t'Terrence Higgins Trust is educational, and we believe that
ion can helpp th? ‘AIP‘S p'roblem. Although it is difficult to

PRI A |

The first concerns blood transfusion tes
have been screened in the UK only sin
for a long time that any
blood. Hepatitis B monitoring suggests that this advice may well have
been heeded, as do
of the difficul
both have incubation

and long pre-clinical
even though they feel perfectly well. However, early indications from

the Blood Transfusion Service are encouraging, and it seems that gay
men are heeding the advice about not donating blood.
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ting. Although blood donations
ce 1985, the Trust has advised
one in a high-risk group should avoid giving

the figures given by Dr Gunson (Chapter 10). One
ties with both hepatitis B and HTLV III disease is that
periods during which people are seronegative,
stages. In both cases, people may be infectious

Secondly, at the first Terrence Higgins Trust Conference, when we

were told that it was dangerous to donate organs, semen or blood,
people in the audience imm

ediately destroyed their kidney donor cards.
heeded and education works. The third, more recent,
D clinics in London, which are used by many
these clinics show that patterns of STD are
there has been a drop in the incidence of
| gonorrhoea is spread by anal sex, whereas
genitourinary gonorrhoea is spread mainly by ‘straight’ sex; although
the rectal figures have fallen, there is an upward trend for the other
forms of gonorrhoea. These trends suggest that gay men are, indeed,
changing their sexual practices. However, not all gay men are going to
change their sexual practices overnight. It is difficult to stop doing
something you know you enjoy, just because of a danger in the remote
future.

1 want to touch briefly on the subject of antibody testing. Although
it has been suggested that anti-HTLV screening is a good way to try
to control the AIDS epidemic, it seems from the discussions between
the speakers at this conference that there is much scepticism about the
true value of routine testing. Indeed, the harmful effects in individual
cases may very well outweigh the possible beneficial effects to society
as a whole.

Finally, I want to refer to financial matters. The Terrence Higgins
Trust operates on a shoestring, with just two paid workers and around
300 volunteers. We work from tiny, cramped offices with minimal
facilities. We get a small grant from the DHSS, and we would appreciate
more funding from official sources. To date, our main source of funding
has been from fund-raising efforts in discos and pubs, and from spon-
sored events, most of the money presumably coming from the gay
community. Such fund-raising is hard work and is an uncertain source
of income. It also takes up a great deal of time, which could probably

b testmr cment in connselling and looking after people with AIDS-
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Terrence Higgins Trust — Discussion

gg:;ogr; I;eople who are antibody positive cannot get endown; '
I msurance and cannot go to pls i 'e
mo ' g0 to places like Saudi Ar
b w do you advise people who telephone you to ask if th oo
ave the anti-HTLV III test? Y sho
Answer: S i |
msuraer\ Becaus.fzz of t;le ‘probiems with endowment mortgages. |
s nces ;md difficulties in terms of jobs, we advise cautionD \%V ’h lf
many instances of people losing their jobs when it has 'con?e o

should keep very quiet about the results. The result should be pér;gx;)
a

knowledge for you only.
westion. . . L
OQr Ef)ttzor;]. So, if you are in a high-risk group, whether you have a t /
or o s ;)uld not really affect the way you conduct your life? .
Semn:z. t.t sh.ould not. If you are a gay man, our advice if ‘you a
1egative 1s to have safer sex, just as the advice if -
opositive 1s to have safer sex. YR e ser
westion: T .
er C:szzsc;ni.t gs it 111]o§ umportant for some people to know their status
oes help them to avoid practi I ight i ;
It might A id practices that might infect others?
] p them to avoid some of ti ‘
' ' he co-
Zlcrease their chances of developing AIDS cofactors that may
nswer: 1 think that is true for e, i
Answer: some people, just
s : . ple, just as some peopl
ne: (lelt I%;ve l;p smol;}mg when I have had a heart attack’ Othirs %g xslgcl)}t}
extra push of some health event .
peed the c . nt to make them change thei
Cig;&;g?:rsghiy have read the literature about the injurious ef%ect?e;;
oking on their health i i
o b » and have made a rational decision
%f@”mt Itrll1 areas of the country like Newcastle upon Tyne, where we
€ seropositivity rate is much lo in L
‘ wer than in Lond
now \ ondon, d
i]ransni)itg St.hmk that screening has a part to play in reducing the risks 0(;
L ansmis 1Ion, as long as confidentiality is closely guarded?
e a.ClOWf)duld say no to thxs? sxjmply because Newcastle, for example
high spees S;L;aico?gaumty — it is only 3 hours away from London b);
- n. Ihe second point is that yo i i
! ' ‘ you cannot identify all ¢
)g/oi 21;d b’lzexu.al men in Newcastle, so you could never be s}tllre tllllzj
you ! t(\;etgeep;ﬁedhevery seropositive in the city. This approach also
1dea that it is safe to have i
o t ! sex with anyone who is
wn to be seropositive, and that idea is, for various reasons v:?;

dangerOuS, SOIH& y S
SCI()Ilegatl\es ma be lIlCUballl)“ t]le dlSeaSC a”d
Would be llliectl()us.

First, you do not know when someone became infected, or for how
long he has been seropositive, so you do not know how far back you
shou
concerned are willing to be tested. And third, you could offer them
only simp
anyway. So if yo
come to test to see if you are seropositive or not. If you are negative,
you must have safer sex anyway. If you are positive, you have got a
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uestion: Is it right to try to trace contacts, because that is at present

ne of the only ways we can modify the spread of infection?

aswer: No, I do not think that it would be right, for several reasons.

1d go in your tracing. Second, you do not know whether the people

le, straightforward advice, which you should be offering them
u knocked on someone’s door and said ‘Hi, we have

one-in-ten chance of dying in the next 2 years’, I think that that kind
of intervention into someone’s life would be quite unwarranted.
Question: But, on the other hand, will not the success of your health
education programme be judged in the end by falling, or at least static,
seropositivity rates?
Answer: Absolutely.
Question: And in a region like Newcastle, surely it will be important
for the high-risk groups to continue to come forward for testing, so
that we have some way of measuring the success, or otherwise, of the
programmes, which you are so rightly promulgating?
Answer: Screening programmes differ entirely from the testing of indi-
viduals. It is clearly very important to conduct population studies so
that we actually know what is happening with this virus in Britain. But
there are ways in which this can be done without relating the results
to individuals. We should be able to get some idea of the incidence
and prevalence of infection without giving each individual person the
burden of coping with the knowledge of their HTLV III status.
Question: Taking the test is a voluntary decision for the individual. I
think that the sort of epidemiological studies now being conducted are
open to question, because they are so reliant on individual decisions.
That makes it difficult to ascertain how many people really are ser-
opositive. This concerns not only the gay community and bisexual men,
but also i.v. drug users and their sexual partners, and many others.
Many gay men go regularly for checkups at STD clinics, although these
are often regarded as stigmatized areas. So is it not true that whatever
figures you get from surveys will be biased?
Answer: Before AIDS was even heard about or thought of, a standard
procedure in gay counselling was to advise people to go to a clinic for
regular check-ups if they had lots of sexual partners. So I do not think
that people are going to ignore their health now, or that they will no
longer wish to have their health monitored. However, it is important

e Sl n smnind wolthasst thair infarmed cancent
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i tion
and very unpleasant experience, and finance for educa

even if that test is being carried out for screening or e NP
facilities is vital.

reasons.

pidemicl aumatic

e setting up of proper . o travel
Question: 1 would like to follow up the question on contact tra rcliht:re seemgto be two main groups of Peol;;ié ﬁf;;{eﬂ;;izrwgr oup do
Do you not advise it? : widely; second, those that remain in on; fDS ‘It s our clear role as
Answer: 1 would advise contact tracing for other sexually transmit ot yet think that they are at r%sk 'fl”.0m : k. pending the devel-
diseases, because you are then able to offer immediate treatmen; Xiealth care workers to protect 1nd1.v1d1}als at risk, p hat we can

. . . cination. The only way -

help. In terms of the HTLV III disease, our feeling is that you dq opment of specific therapy or vac hemn and educate them. Tt will be
always know when someone is infected. A seropositive result t do this is to identify t‘hem, counsel t 1emk back and realize that people
may relate to several partners, perhaps 10 over a 2-year period; A tragic if, in 10 years’ time, we have to ootivel simple means, we could
one of those partners could have caused the infection, or it could h have become infected when, by comparatively
been the result of sex more than 2 years previously. And as that per: have prevented this happening.
may have had sex with many others, the whole population of-
people in that particular area could be involved. In such a situati
attempts to trace contacts would probably be fruitless. However,
contacts were found, we could offer them very little help at prese
Things would be different if we could 80 to such contacts and say ‘Y.
may have got HTLV III infection. Take this pill, which will cure y
if you are infected’.

Most of the distressed people who contact us have been found to b
seropositive in tests which they did not initiate themselves. For example
some have found that one of their sexual partners is seropositive, o
they have gone into hospital for an operation, and were routine
tested. Such people have usually had no precounselling and find it ver
hard to adjust to the fact that they are infected with HTLV 1II. So i
you are tracing contacts, you must realize that those people who tur
out to be seropositive are not always ready to receive that information
they will not appreciate all the implications and will not know where
they can obtain the right support. Tracers must therefore be preparedf
to take the consequences of their actions.

Question: You have suggested that one of the reasons for not tracing
contacts is that there is now such freedom of movement between
communities. If this is so, why are less than 4% of our gays in Newcastle
infected, compared with a much higher percentage in London?
Answer: Part of the answer may be that many gay people from Newe-
astle have their tests carried out in London.

Question: The work of the Terrence Higgins Trust has made a great
contribution to health education in London. Should not some of the
Trust’s literature and help be directed to local communities outside
London?

Answer: T agree with you absolutely. Much of the finance, counselling
effort and dissemination of information should g0 to areas where
seropositivity is not yet a big problem. Many people in the South East
of Encland are ninaware that thaiv saaice o Lot 1o 4 WITNO0841029_0125
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om the Workshop on Drug
. AIDS and the Injecting Drug

 Birr NELLES

Terrence Higgins Trust, London, UK

Introduction

HTLV III infection is now a major threat to injecting drug users who
share needles, as shown by recently published prevalence figures from
Scotland. The Newcastle conference offered a timely opportunity to
explore the problems of health education and infection control among
drug users.

Bill Nelles, of the Terrence Higgins Trust — who was, at the time
of the conference, seconded to undertake research for the Standing
Conference on Drug Abuse — outlined some of the problems that still
confound a systematic health campaign to reduce the incidence of drug-
related HTLV III infection.

Provision of syringes — the debate

One of the most difficult issues to resolve is whether or not it is helpful
to provide clean hypodermic syringes to drug users as a means of
infection control. There are potential, but not insurmountable problems
in this approach.

Besides the fear of appearing to condone or facilitate an undoubtedly
unhealthy activity, many professionals worry that the increased avail-
ability, or even free provision, of syringes might lead individuals who
are not at present injecting drugs to start to do so.

It was observed that Edinburgh, with its extremely high prevalence
of infection, was an area where syringes had become unobtainable, and

. S D deimn wne tha moct common form of drug taking.
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ionftc;::g ‘ttaki[r;g tlhat did not involve injection

s city. A clear question see i

n . ! seems to be, did makin y ary

cult to obtain not add, in fact, to the glamourg Z};llcllnizs fdr‘
) nce d

ability, of injectin ile i .
» W g, while increas ; : .
non-availability of clean syringes ?mg the risk of infection through

seemed far more com

T N .
he continuing risk of sexual transmission

In i
abuaS ;:;d% ofD attitudes to HTLV III infection and AIDS amon
Epidem}oly r Peter.Selwyn and colleagues of the Depart v
hider ko%:y' and Soc@l Medicine at the Montefiore Medli)calnéenp
hew th(;rm Sellvty, some interesting data were obtained from theer(lit
e e hes on how they felt they might best reduce their r E
niector - Eighty-four per cent of a sample group of 261 i.v. dr e
ol 0}; woqld stop sharing needles if they had read)‘f écc: o
needé Shaitcrlli:i.needles. Dr Selwyn also found that the ma'jjtto
o ;;s id so out of expediency and desperation ratljlerlt)lllo
questionea € researchers also found that almost all of the 261 e
o Nev\ze:: laware of the existence of AIDS and how it coulliisebrS
. rtheless, although the dan [ i 7
hrea gers of sharing need]
o gav;llilpdlzrsric;(ﬁ,t esgx;;}alt r&ethods of transmission wefe not ::)s 268(3’21 icé
© § . : at their sexual activity h :
. repo : y had not cha
- (?ui tI;lrgsh ‘511:}11\ ggggﬂgﬂon dthat reports a significant numbr;%?f‘sexual
T Lv. drug users — but perh |
lr;z;lexi):sr of sexual contacts with non—drug-usersp— t?lisililn lfi:;/ etl'] e
pereros e;xual transmission of AIDS are alarming’, Dr Selgv : ooty
‘Effectivem:éa] cqnference of Fhe American Public Health XSSOYS;H dy
I importamuiiatt;};an among high-risk drug abusers might prove tooglf.;
e a . .
e portan rea of sexual risk reduction as that of drug and
Bill Nelles noted that imi
the limited campai
) paigns that are
mong drug users tend to focus only on the risk of infr::c;:;lol;n?:;o:vag
1g

need}e Sharlng 1 O y Y
3 gn rlng an thln Othel thail the most cur SOOI de alls
g t

SYRINGE SUPPLY

The i i
o évg)rleexféalal;edneﬁts of syringe supply were contrasted with the poten-
» and a route through the difficulties was suggested, using

PR B

at risk of infection through sexual contact with drug users. Many of

Was it fair to the individuals at risk, and those they may infect, not to
consider syringe supply because we, as a society, disapprove of the
behavio
- addictive behaviour — but t
far more problematical.
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- Whether we like it or not, we have perhaps 30000 individuals at risk
f infection because of their use of injectable drugs, and many more

he drug users are not yet ready or willing to change this behaviour.

ur? Uninfected drug abusers may live to mature out of their
he rehabilitation of infected users will be

EDUCATION

Many professionals working with drug abusers have questioned whether
or not education initiatives can be effective at all with this group of
individuals. Bill Nelles commented on some of the studies in the United
States to gauge the response to risk reduction messages — especially
those of Dr Don DesJarlais of the Department of Substance Abuse in
New York State, and those undertaken by the Haight-Ashbury Free
Medical Clinic in San Francisco. Results showed that educational
materials framed in language that drug users can understand, and free
of moralism about drug use, can substantially reduce needle-sharing
behaviour. However, another recent American study undertaken in
Texas makes the important point that merely increasing the availability
of syringes is not, in itself, enough and could be problematical if these
moves are not accompanied by effective health education on the hazards

of needle sharing.

Treatment options

There was also discussion in the workshop on whether or not treatment
options currently available or denied to drug users might curb the
spread of HTLV 111 infection. The appalling lack of treatment facilities
in many areas offering any type of treatment drew some comment.
Edinburgh still has no statutory drug dependency unit for its residents.
There is currently much debate, at times acrimonious, among those
who treat addiction as to the type of treatment that best helps drug
users to gain control over their problem — and whether or not treat-
ment should involve the prescribing of oral substitutes such as metha-
done — or even the provision of sterile injectable drugs.
Those who oppose prescriptions feel that they merely postpone the
: i a il mbenmt the nrohlems underpinning their addiction.
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drug users time t 0 0 roblems by ge
0 sort out personal and i
t social problems y gett
hetm OUSI ogthe clutches of the black market and on to more Contrc)lltat
methods of drug taking in non-injectable f Thi T

‘ hr d) o d k J ¢ form. This form of treatn;
has recently become unpopular with most i ng 4
| ne statutory units treati g di
dependency. Yet it is the form of treatment that is most popﬁla W

r

dru . '
g users themsel\/es‘ ItS dvallablhty Inight attr act drug users
- h 1,

Dr i
Concmsdzlg\/i/}r:atcogtr}r:ented.on this form of treatment in his study, an
ed tha ,r a ou%h researchers fopnd that they could educat; i
raatly raout s Vs 231 AIDS, education was not enough. He foung
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Antibody testing
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test done without the consent or understanding of the individual would
be invasive and discriminatory, and could lead to drug users staying
away from those hospitals that were known not to consult them on the
decision nor to take their feelings into account. It was, however,
acknowledged that in dealing with a physically debilitated drug user it

was important
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od tests commonly done on drug-dependent patients entering

for a clinician to be able to rule out HTLV III infection
as a possible problem.

Bill Nelles felt that his personal view, of encouraging but not com-
pelling drug users to take the test, might be justified, in view of the
risk of infant infection from seropositive pregnancy and the fact that,
apart from the sharing of needles and future sexual contact, most
heterosexual drug users were not currently in a sexual high-risk group.

Knowing where they stand might be important to drug users following
rehabilitation: knowledge of negative status might reinforce a position
to stay negative and avoid risk, while a positive result might help
individuals to obtain the support and counselling they may need, in
order to understand how they may (and may not) be a risk to others.

Drug users might tend to ignore the ‘unknown but possible’ threat
but take more notice of the actual fact of being infected and thus take
better care of themselves. It may not be feasible to expect drug users
to behave in the way gay men are asked to behave if they decide not
to be tested, i.e. to assume themselves to be positive, to refrain from
high-risk sexual activity and to explore ‘safer sex’. Few drug users
understand ‘safer sex’ — and there is no social ethos in their group
that supports and nurtures a ‘no test’ alternative.

However, Bill Nelles stressed that the decision in the end should be
for the individual to make. He would not advise drug users to seek
testing until there were far more trained counsellors and support facili-
ties available than at present in drug treatment centres. He pointed out
that there had been virtually no funding for testing facilities or extra
counsellors given to drug units to date.

Conclusions

The workshop closed with a clear consensus that much more effort and
resources are needed to contain HTLV Il infection in this risk group —

and that, for the present generation of injecting drug users, the time
available for effective preventative work is running out.
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Appendix A

Useful Addresses and Telephone

i AIDS organizations in the United Kingdom and Eire

The following organizations have volunteers trained to help people with
AIDS or related problems, and are in contact with the Terrence Higgins
Trust. Where no contact address or telephone number is given, the group
can be contacted through the Trust, 01-833 2971 or by writing to: BM
AIDS, LONDON, WCIN 3XX.

Haemophilia organizations may be reached through the Haemophilia
Society, 01-405 1010; agencies for injecting drug users through the Stand-
ing Conference on Drug Abuse (SCODA), 01-430 2341; or by writing to
SCODA., 1/4 Hatton Place, Hatton Garden, London ECIN 8ND; and
gay counselling groups through London Lesbian and Gay Switchboard,
01-837 7324.

AIDS Concern Midlands, Birmingham
021-622 1511 (Tuesday 7.30-9.30pm)

AIDS North, PO Box 1BD, Newcastle upon Tyne NE99 1BD.

Body Positive, London

Self-help group for people who are HTLV 1II antibody-positive.
Provides an evening telephone service, accessible through the Terrence
Higgins Trust’s helpline.

Bournemouth AIDS Support Group
020238850 (Monday, Tuesday 8-10pm)

Bradford Gay Switchboard Collective
0274-42895 (Sunday, Tuesday, Thursday 7-9pm)

Cambridge AIDS Help Group

Cara-Friend, Belfast
Belfast 222023 (Monday-Wednesday 7.30~10.30pm)

AN A Newan
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Colchester AIDS Support Group (PASACQ)
WRITE: PASAC, PO Box 130, COLCHESTER, Essex, CO1 1G

Coventry Area Gay Community Organisation
WRITE: c¢/o CVSC, PO Box 8, COVENTRY, W. Midlands

Coventry CHE AIDS Helpline

Gay Health Action, Cork
(Eire) 021-967660
WRITE: c/o 24 Sullivans Quay, CORK, Ireland

Gay Health Action, Dublin
(Eire) 01-710939 (11am—4pm Mon-Fri)
WRITE: c/o 10 Fownes St Upper, DUBLIN 2

Gay Men’s Health Network-Avon and Aled Richards Trust,
Bristol/Bath

Glasgow AIDS Information and Counselling Service

Leeds AIDS Information and Counselling Service (AICS)
(setting up)

Leeds AIDS Line

Leeds 441661 (Tuesday 7-9pm)
WRITE: Leeds Gay Collective for Women and Men, ¢/o Rockshots 2
Call Lane, LEEDS LS?

2

Manchester Aidsline
061-228 1617 (Monday, Wednesday, Friday 7-10pm)
WRITE: PO Box 200, MANCHESTER, M60 1PU

Medway and Maidstone Gay Switchboard, Chatham

Medway 826925 (Thursday, Friday 7.30-9.30pm)

WRITE: Gay Switchboard, PO Box 10c, CHATHAM, Kent, ME4
6TX

Merseyside AIDS Support Group, Liverpool

Milton Keynes Gay Switchboard
0908-312196 (Monday 7-9pm)

WRITE: c/o Harrison Dept, Radcliffe Infirmary, OXFORD, OX2 6HE

' 10pm)
1 0734-503377 (Thursday 8-10p .
WRITE: PO Box 75, READING, Berks.
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aids, Oxford and Oxford Body Positive
865246036 (Wednesday 6-8pm)

ASAC, Norwich

cading Area AIDS Support Group

Scottish AIDS Monitor, Edinburgh .
031-558 1167 (24 hr answering machine) .
WRITE: c¢/o 23 Dublin St, EDINBURGH, Scotlan

idsline, Southampton ] ‘
8;)(1)2!1;%16’5 l(Solent Gay Switchboard, Tuesday, Thursday, Saturday

7.30-10pm) |
&VRITE:p c/o PO Box 139, SOUTHAMPTON, Hants.

Sussex AIDS Helpline, Brighton
—Fri Opm)
273-734316 (Monday-Friday 8-10p
OWRI’I‘E: PO Box 17, BRIGHTON, BN2 5NQ

West Yorkshire AIDS Support Group

. . . and
Some other organizations involved in the production of .edscz;t;?ln?ll]at
other literature. Please note that payment.may be req}nref ,S n wo,u u
even when material is free, most are charitable organization

welcome cover for postage and packing

Gay Men’s Health Crisis
254 West 18th Street
New York NY

USA

Tel: (212) 807 6664

San Francisco AIDS Foundation
Materials Department
333 Valencia Street
4th Floor
WITN0841029_0131
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Shanti Project
890 Hayes Street
San Francisco
California 941117
USA

Tel: 558 9644

UK Haemophilia Society
PO Box 9

16 Trinity Street
London SE1 1DE
England

Tel: (01) 407 1010

UK Healthline Telephone Service
(01) 981 2717
(01) 980 7222
(0345) 581151

Healthline address (College of Health):
HEALTHLINE

PO Box 499

London E2 9PU

UK Government AIDS Information Booklet
Dept. A, PO Box 100
Milton Keynes MK1 1TX

USA National Hemophilia Foundation
19 West 34th Street

Suite 1204

New York NY 10001, USA

Tel: (212) 563 0211

World Hemophilia AIDS Center (WHAC)
2400 South Flower Street

Los Angeles

California 90007

USA

Tel: (213) 742 1354 Telex: 6502283270 MCI

Appendix B

Reproduction of AIDS—More
Facts for Gay Men, an explicit
leaflet from the Terrence Higgins

Trust
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You will probably need 2 ot
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also put you in touch with Body Positive, a
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infection.

AIDS is a terrifying di i i
. g disease but with a lirtl
careand knowledge you can still enjoy sexc

and life :
{:yq; e and be sure of staying healthy. It’s up

TERRENCE HIGGINS TRUST
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Remember

The more men you have sex with, the

greater your chance of getting AIDS,

Anal sex carries the highest risk,

DO NOT donate blood or semen.
DONOT carry an organ donor card.

Wﬁﬁ‘m

01-833 2971

7-10PM MONDAY-FRIDAY
SPAMIOPAL We R DAY

Our leafler ‘AIDS — The Facts’ which you
should also have been given or can get from
the Trust, will tell you the basic facts about
AIDS. As a gay or bisexual man you need to
know more.

Safer Sex

You risk catching HTLV I (the virus
which may lead to AIDS) through having
sex. We want to tell you how you can reduce
this risk.

The virus is passed on when semen or blood
from an infected person enters the body of an
uninfected person. This happens most easily
through the anus or cuts in the skin. There is
possibly a small risk that saliva (spit) and
urine could also be infectious, but this is
much less likely.

The more people you have sex with, the
more likely it is that at least one of them will
be infected. Cutting down your number of
sexual partners will reduce the number of
risks you take.

We know that people who have had anal sex
with more different partners have a higher
chance of being infected. Using a condom
(rubber, durex) will help if it stays together
but they very often burst during gay sex.
You can’t rely on them, but if you are going
to screw, you should use a condom and a
water based Iubricant (such as K-Y). It is
safer to avoid anal intercourse unless you are
sure that both you and your partner are
uninfected, or you arc involved in a long-
term monogamous relationship.

While we know that anal sex is the highest risk
activity, we have estimated the risk of other sex
acts working from basic principles. The lower
the risk category, the safer the sex!

RISK FREE SEX (no problems)

Solo masturbation (wanking) and fantasy
Sexy talking

Massage without masturbation

Sex toys (like dildos) used by you and only by
you

LOW RISK SEX (fairly safe)

Mutual masturbation (wanking together)
‘Dry’ kissing (almost anywhere on the body)
Sex toys used on another person — but never
shared

B}Sndagc, spanking etc — but never break the
skin

Body rubbing — try warm oil!

MEDIUM RISK SEX (definitely less safe)
‘“Wet" (deep or French) kissing

Putting fingers into the anus

Cock sucking -— it is probably even less safe if
he (or you) comes. Spitting the semen out
afterwards won’t help.

Water sports (pissing on someone). This will be
more dangerous if it gets into the eyes, mouth
or breaks in the skin.

HIGHER RISK SEX  (positively
dangerous)

Using someone else’s dildo, butt plug etc. It's
almost impossible to sterilise them reliably.
Rimming (licking or tonguing somecne’s
anus).  There are several unpleasant infections
you can catch this way.

Fisting (putting the fist or hand into someone
else’s rectum). You are almost certain to cause
at least a little bit of dangerous bleeding.

HIGHEST RISK SEX (known to be very
dangerous)

Anal sex (fucking, screwing). Read about
condoms above.

Anything which draws blood.

Is there a test for AIDS?
Briefly — no.

There is a test available in clinics which will
now telf you fairly reliably whether you have
been infected with the HTLV III virus. We
know however that only about one in ten
people who are infected will develop AIDS.
Some others will develop less severe illnesses
but most will stay completely healthy. This
test (the H'TLV I antibody test) will not
tell you whether you will become ill.

BUT people who get a positive test result will
be very likely to be infectious and should
always take precauntions to avoid passing the
infection on to others. For gay men this
means safer sex. .

If you don’t have the test done, you must
accept that there is a chance that you could
be infectious to others. Again safer sex is the
only safe way.

There are strong arguments both for and
against having this test done. Many people
find a positive result very hard to cope with,
however strong they are. Read the Trust
feaflet ‘HTLV HI Antibody; to test or not to
test?’, and discuss it with our helpline or
your local AIDS phoneline if you have
goubts. Do this before you have the test
one.

‘What if you have had sex with someone
who develops AIDS?

Your risk of illness is small. Taik to a doctor
at a sexually transmitted disease (VD) clinic.
If you are offered the HTLV III antibody
test, don’t decide straight away. Read the
Trust leaflet or talk to the helpline (sce the
section on “Is there a test for AIDS?”).

i
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Appendix C

HTLV III Infection and AIDS in
Injecting Drug Users: Report from
the Standing Conference on Drug
Abuse

Introduction

Agencies which are tackling the problems of HTLV III infection and
AIDS in drug users are only now beginning to receive the help and
support that they need. Access to the expertise and resources which
are required for the scale of the problem is still limited.

The Standing Conference on Drug Abuse (SCODA) and the Terr-
ence Higgins Trust have attempted over the last six months to provide
urgently required information, both to professionals and to those at
risk from infection. The goal has been to alert both groups to the action
which needs to be taken to combat one of the most serious public
health problems of our time. Posters and leaflets are now being dis-
tributed, advising on risk reduction.

Professionals have many ideas for schemes aimed at offering some
protection against HTLV III infection and AIDS to those at greatest
risk. There is, however, a major dilemma: measures which might be
effective in limiting the spread of the HTLV III virus in injecting drug
users are in conflict with those measures which are currently good
practice in the treatment of drug misuse. For instance, a shortage of
needles and syringes is a factor in the sharing of injection equipment
between drug users, but good treatment practice is seen as not pre-
scribing injectable drugs and the means of injecting them. The goal of
treatment for drug users is seen as abstinence and therefore drugs
should not be prescribed as part of that treatment, but control of the
spread of infection requires risk reduction, including not sharing injec-
tion equipment, and the prescribing of oral substitute drugs may be
essential for those not yet ready for abstinence or a rehabilitation
programme. The conflict is profound and challenging.

Which approach should have priority — attempts to limit the spread
of the virus, to which injecting drug users appear one of the most

LT i b Leominn tafnnbiAen Ae nttamnte
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l:heirsd but thgt injecting drugs and sharing injection equipment can lea':
0 and spread infection and result in AIDS, in additi i

) on t
consequences? ? other seriot
_ It is dnfﬁcult, if not impossible, to summarize the dilemma ina shdrf
introduction. Answers are even more difficult to find. This brief pape
1S an attempt to present some of the problems, to provide an updat,

on a number of current prevention initiativ
es and to offer sub i
food for further thought. ostanta

Increasing incidence of infection

The mgidence of HTLV III infection in drug users appears to be slowl
increasing, although some areas are showing much higher levels o);'
mfectlf)n than others. It is clear, however, from the pattern of report
of antibody-positive drug users, that the virus is now present i}:} ali
areas of the country. Drug-free residential rehabilitation communities
are now admitting individuals from all parts of the country who are
subsequently found to be infected. The last published estimate of
HTL'V III prevalence in drug users from the Public Health Laborator
Service, based on limited sampling and excluding areas of Scotlandy
shows a 5-6% level of antibody-positive returns. ’
In 1985 mu;h of the attention has been focused on parts of Scotland
where screening of drug users for antibodies had been undertaken
Whether th1§ screening was being done with adequate pre- and post;
test support is open to much debate, but the results were of considerable
Importance. Many cases of infection were detected in Edinburgh and
Dundee, with some cases in Glasgow. Even assuming no rise in the
number of drug misusers infected, it must be conservatively estimated
that some 40-50 young drug users in Scotland alone will develo
frank A..IDS within the next 2-3 years. Given the unlikeliness of thg
assumption, as infection is almost certain to spread for some time, then
the numbers may well be higher. 7
Moregver, it may well be that the situation is far more serious than

hgs previously been believed in other areas outside Scotland. It is often
difficult to reach injecting drug users at risk and to obtain the necessar
support facilities for antibody screening. In consequence, the infor}j
mation base in these areas is likely to be substantially lowér than that
In areas where testing has been undertaken for some time.

The role of treatment centres

Drug dep@(_iency units in the United Kingdom now recognize the need
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However, the services which they offer to injecting drug users are often
not perceived by the drug users as worth pursuing. Few, if any, will
prescribe drugs in an injectable form and many will not prescribe
substitute drugs as an alternative to street drugs.

Many professionals share the belief that, with this new and potentially
lethal threat of HTLV III infection, it is all the more important to
induce those at risk to make contact with agencies and treatment
centres. They are, however, divided on how this should be achieved.
Some would argue that a policy of offering an oral substitute drug is a
strong inducement to individuals to stop what is their primary AIDS-
risk behaviour (unless they are also homosexual): namely, the using
and sharing of injection equipment. Others would argue that they are
in the business of helping people to get off drugs, not of providing
drugs which would perpetuate the situation they seek to remedy —
drug dependence. Yet others would argue that, in this situation, where
infection is spreading rapidly but is not yet endemic among drug users,
the provision of injectable drugs with injection equipment, or at least
greater access to injection equipment, is a method of prevention which
is well worth trying.

At a recent meeting held at the Public Health Laboratory Service in
London, the need to fund large-scale programmes that can counsel
drug users and offer the antibody test was widely recognized. No plans
have yet been made to accomplish this. It is unrealistic to expect the
sexually transmitted disease clinics to continue provision of counselling
and testing for injecting drug users, especially in Metropolitan areas:
services designed for drug users will have to become involved.

Prevention of spread — the goals and the problems

Thus, the difficulties are considerable. Although injecting drug users
who share injection equipment are most at risk of becoming infected
or of infecting others, those who are not at present injecting but have
done so in the past may already be infected. They risk infecting others
through intercourse. They are a potent group for spreading infection
more widely into the population generally believed not to be at risk.
Prevention has two goals: first, to limit the spread of infection among
the most at-risk groups, namely those injecting drugs and sharing
equipment; second, to limit the spread of infection from drug users to
the general population through counselling and advice about safe sexual
practices.

The task of motivating those who are drug dependent to understand
that there are alternatives to continued drug use is a long and involved
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achieved quickly and harm reduction as part of the process towar
abstinence is an essential element in any treatment intervention. Wit
HTLV III infection now such a real threat, can we allow ourselves the
luxury of refusing to deal with drug users except from a position o
saying ‘Abstinence is the only goal and everything we do will
designed to achieve this as speedily as possible, whether you are ready
to accept such an arrangement or not’? .

There is clearly a need for more resources. Many drug users whg
seek help with their drug problem cannot be accepted into treatmen
or rehabilitation because these services are already full. But there is
also a need to develop existing treatment services which can counsel
drug users, advise them on risk reduction both in their drug use
and sexual behaviour, offer them alternatives to continued dangerous"
injecting practices and, if necessary, offer them injectable drugs and
the means of injecting them. ,

Using drugs, particularly by injecting them, is one of the most
stigmatized and labelled forms of behaviour in today’s society. It will
not suddenly cease, however, just because we disapprove of it.
Although it is an unsafe activity, especially when someone who knows
little about drugs and the dangers associated with injecting chooses to
experiment indiscriminately, we cannot afford to ignore the facts. If
sharing drinking glasses were a high-risk AIDS activity, would not all
those who chose to drink have been given sterile glasses for their own
use by now? Although this is not an exact analogy, because of the
other risks involved in injecting whether or not the equipment is shared,
it is essential that we do not reject out of hand particular risk-reduction
measures because of our antipathy towards the behaviour.

Essentially the question is whether our own feelings about drug use
(as with the feelings about homosexuality) at times cloud our judgement
when it comes to devising strategies to beat this virus. The tests of any
intervention should be: has the drug user ceased sharing injection
equipment; is s’he aware of the risks involved in sharing injection
equipment, and are his/her drug-using friends aware of these risks; has
s/he ceased taking drugs by injection; has the drug user become more
controlled in his/her drug use; has abstinence from drug use become a
goal for the drug user?

These tests are not incompatible with the goals of drug treatment,
but they do challenge the limited alternatives offered by many drug-
dependence centres. It is understandable that the idea of supplying
clean injection equipment or of prescribing substitute drugs either in
oral or injectable form to drug users may be unpalatable. In the light
of the spread of HTLV III infection, however, is it not better to have
uninfected drug users who mav cirvive their addictian sho— oo 1
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infected drug users who may not? For this to be achievedZ it is essential
that a greater range of alternatives should l?e made available to dx;)ulg
users, rather than a continued limitation which they find unacceptable

and in many cases not worth seeking.
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Procedures for Dealing with Body
P roducts (see page 220)

ALL bedy products, from whatever source, (vomit, urine, faeces,
blood, etc.,) should be treated as potentially INFECTIOUS. Appro-
priate precautions should, therefore, be taken in dealing with them.

The following guidelines are intended to safeguard the heaith of
employees who may be called upon to dispose of body products,
whatever the nature of possible infection. (They, therefore, cover and
should allay anxiety with regard to gastroenteritis, hepatitis, AIDS,
etc.).

1. The single most important measure is the use of adequate amounts
of cold water, both in clearing up spilled products and in washing
after the completion of the disposal. (Hot water may result in
protein-containing substances becoming more adherent).

. Rubber gloves should be worn, if available. Those habitually needed
to perform these duties (Home Care Assistants, etc.) should have
gloves supplied and should always wear them when engaged in such
duties.

3. If gloves are not available, infection is still unlikely, provided there
are no open wounds on the skin and hands are vigorously washed
with soap and cold water, after contact. Attention should be paid
to cleaning under the nails and a nailbrush should be used.

4. If open wounds are present they must be adequately covered with a
waterproof dressing before dealing with potentially infectious
material. If the skin surface is broken during the course of the
cleansing operation, thorough cleansing with running cold water
and soap and the encouragement of bleeding, will make infection
unlikely. Such wounds should be reported to the Occupational
Health Nurse on completion of the disposal operation.

5. The most readily available and most suitable disinfectant is H OUSE-
HOLD BLEACH freshly made up at a strength of 1 part in 10 with
water. This should be used liberally to clean down contaminated
surfaces and left to dry. When not available, most domestic and
industrial disinfectants will deal effectively with the majority of

[y}
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6. Disposal of possibly i i
ibly infectious waste should be carried
(r;gsonably possni?le. It should be mopped up andrtl}?e (c)(l)thlta iy Y
¢ 1§;;1ff;tant solution emptied down a toilet bowl taking caarz“nate
{) I u.rther. Thc? mops or cloths used should be subsequ e
cleaned in fresh disinfectant solution. Auently wel Glossary

. A.G. SAMUEL-Gigp
Medical Officer for Occupational Hea!tc;xN
Occupational Health Unit

Gloucestershire County Counei AIDS The acquired immune deficiency (or immunodeficiency)

syndrome. The name was given to the disease after investigation
of the first cases by CDC in 1981. ‘Acquired’ means that it is
caught as an infection rather than inherited; ‘immune deficiency’
means that the body cannot defend itself properly; ‘syndrome’
means the illnesses that result.

Anti-HTLV I The non-protective antibody of the AIDS-related
virus. A person may be anti-HTLV III positive (which means he
or she has been infected and is infectious to others under certain
circumstances) or anti-HTLV III negative.

CDC Centers for Disease Control (USA).

CDSC Communicable Diseases Surveillance Centre (UK).

CMV Cytomegalovirus.

Co-factors Events which may help to precipitate the development of
AIDS in somebody who is anti-HTLV III positive. Co-factors
currently recognized include other infections (especially STDs),
age and pregnancy.

EBV Epstein-Barr virus.

Factor VIII Blood-clotting ingredient deficient or absent in hae-
mophilia A.

Factor IX Blood-clotting ingredient deficient or absent in haemophilia
B or Christmas disease.

Hepatitis B Serum hepatitis, now preventable by safe vaccination.
Hepatitis B spreads in similar ways to HTLV I1I, and the general
precautions to prevent spread are identical.

HTLV II Human T-cell lymphotropic virus, type I (3). The AIDS-
related virus, third in a series of retroviruses to be discovered.
Discovered by Dr Robert Gallo and his colleagues working in
Bethesda, USA. The same virus is also called LAV.

HTLV III disease A collective term for all the disorders associated
with AIDS.

Incubation period The time between infection and the appearance of
symptoms or signs of disease. Not to be confused with the time
between infection and the appearance of laboratory markers for
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ITP Idiopathic thrombocytopenic purpura. A deficiency in the num
bers of blood platelets leading to a bleeding disorder.

Kaposi’s sarcoma: KS A vascular tumour first described by Dr Mori
(Cohen) Kaposi in 1872. Rare before AIDS. KS presents 5
purplish pigmented painless raised lesions of the skin, sometime
surrounded by bruising. Other body structures, especially th
hand, foot, palate, gastrointestinal
frequently involved (see Frontispiece).

KS Kaposi’s sarcoma.

LAV Lymphadenopathy associated virus. The AIDS-related virus dis
covered by Dr Luc Montagnier and his colleagues working at th
Pasteur Institute, Paris. The same virus is also called HTLV II1

Lymphadenepathy Enlargement of the lymph nodes.

Lymphocyte A type of white cell programmed to repel infection. T
lymphocytes are thymus-dependent; the type targeted pre-
ferentially by the AIDS-related virus is the T4 or T-helper cell.

Lymphoma A cancer arising in the lymphatic system. Hodgkin’s dis-
ease is one type of lymphoma.

OI Opportunistic infection.

Opportunistic (opportunist) infection: OI Infection with an organism
usually kept at bay by the immune (defence) system in health.
Opportunistic organisms may be viruses (for instance herpes sim-
plex — the ‘cold sore’ or herpes zoster — ‘shingles’), fungi (Can-
dida or ‘thrush’), parasites (Pneumocystis carinii), or bacteria
(Mycobacterium tuberculosis). It is important to remember that
most of these infections occur in the population for reasons other
than AIDS.

PCP  Pneumocystis carinii pneumonia.

PGL  Persistent generalized lymphadenopathy.

PHLS Public Health Laboratory Service (UK).

Pneumocystis carinii pneumonia; PCP  The commonest opportunistic
infection recognized in people with AIDS. Preumocystis carinii
is a commonly occurring parasitic organism which is of no conse-
quence to people with intact immune systems. Common pre-
senting features of PCP are cough and shortness of breath. Chest
radiology may be normal. The organism is difficult to culture;
bronchial lavage or biopsy, or sputum induction are required for
diagnosis in most patients.

Persistent generalized Iymphadenopathy Lymphadenopathy involv-
ing at least two extrainguinal sites for at least 3 months’ duration
in the absence of any current illness or drug known to cause
lymphadenopathy.
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SCODA Standing Conference on Drug Abuse.

Seropositive In the case of AIDS, anti-HTLV Il positive, or HTLV
II-antibody-positive. . . ’
Shanti Project ghanti is a Sanskrit word meaning inner peace’. It \:}?Z
adopted by Dr Charles Garfield of San Frarlclsccic 1&11 1‘374ma§1 Al
izati 1 : e ter
of an organization dedicated to the care 0 :
gfn;;eir lovedgones and those grieving their death. Services ars1
r;)vided wherever they are needed by carefully. scr;engdfz;r;o
gducated volunteers in complete confidence. Shanti Prolecl'o
Hayes Street, San Francisco, California 94117, USAT%ubhs;l;:lslaa;
, i lunteers. The m
ining manual for emotional support vo . . i
zr;lrllltl;ifs a wealth of information on the Pro;ectdgmli 1tsdpc;1t1§;§;
i i i ] medical an
selling skills, death and grief, genera :
icr(x)fi\r;matiogn and papers on AIDS. Current cost is $35.00 plus
stage. N ’ .
STD pgexugally transmitted disease. STD cin.ufzs are also called Genito
Urinary Medicine clinics or Special clinics.
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Abstinence therapy fori.v. drug abusers,
236,249
Accidents, years of potential life lost from,
85
Accuracy of tests for
anti-HTLV TIVLAV, see
anti-HTLV IIlassays
Acupuncture, 160
Acyclovir, 84
Adoption, 218
Adrenalitis, 77
Aerosol exposure of health care workers,
56
Africa, 16,29-30,32-34,41-42,43,54,58,
61,73,76,92,98,122, 148, 149, 164,
180,187,189, 197, 198
African green monkey, 16
Africa, casesof AIDSin, 53,58
Ageing, 198
AID, see Artificial insemination by donor
AIDS antibody, see Anti-HTLV III
AIDS-associated conditions, see ARC,
CNS involvement, Kaposi’s sarcoma,
Opportunistic infections, Tumours
AIDS, casesof
in Africans, 53,58
in Caribbean nationals, 53,58
inchildren, 13-14,58,91,seealso
Children and AIDS, Pregnancy,
Vertical transmission
in Europe (Denmark, France, Germany
Rep. Fed., Greece, Italy,
Netherlands, Spain, Sweden,
Switzerland), 57,58
in haemophiliacs, 4,13,53,58,103,
105-106
in Haitians, 13
via heterosexual transmission, 54,58,
110
in homosexual men, 13,53, 57-38, 60,

183

ini.v.drugabusers, 13,53-54,57-58,
250

mortality, 11,14-15.18,54,57,85, 147,
183

in recipients of blood, 53,58,91, 103
in Scotland. 250

inUSA, 10-15,57-59, 84,91, 103,
105~106, 183
inNew York City, 85
in San Francisco, 10~12
AIDS, clinical, 72-80
co-factors, 16,29,33,73,106, 113,128,
129,157,162, 180,226, 228,236,246,
250
definition, 9-10,17,52,67, 110,121
development from HTLV Ilinfection,
19-20,28-29,39,72,73,74-75,76,
77,106, 120-121, 125, 144, 156-157,
193,213
carly features, 74
encephalopathy, 15,72,79-80
end-stage discase, 16,19-20,29,43,48,
72-73,75,76,81,83-85
‘epidemic AIDS’, 24
episodic nature of illness, 39,76,120
immune defect, 75
immunohistology, 74-75
immunological profile, 78-79
mortality, 11, 14-15,18,54,57,66-67,
85,125,147,183
natural history, 18-19,39,66-67,73,
76-77,81, see also AIDS, clinical,
development
opportunistic infections/events, 9,10,
13, 14-16, 17, 19,51, 52,67,75-76,
77-78,82,83-84, 103, 105, 106, 114,
119-120, 121, 123, 124, 132-133, 144,
258, see also CNS involvement,
Kaposi's sarcoma, Tumours
paediatric, see Children and AIDS,
Pregnancy, Vertical transmission
pre-AIDS, 72
prodromal AIDS, 72,74
AIDS virus, see HTLV IIVLAV
AIDS Health Project, 136
AIDS Hospice Home Care Programme,
137,139
*AIDSiceberg’, 15-16,19-20,23,29
AIDS North, 241,224
AIDS organizations, 241-244
AIDS task forces, 149
AIDS-related complex, see ARC
Albumin, 107 )
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Alternative venues for anti-HTLV 11T
testing, 4,94,95,99
Alzheimer's disease, 66
Amazonian Indians, seropositivity in, 34
Ambubags, 142 ’
Ambulance men, 140, 180,210
American Medical Association, 193
Amsterdam, 35,234
Anaemia, 74
Analintercourse, 33,156, 159, 162, 188
225-227,246-247 ’
Anergy, 74,78
Anger, 143, 165, 167,172,207
Ant;lé)iotics, for opportunistic infections,
Antibodies, 224
Antibody assays see Anti-HTLV I
Anti-HTLV M assays, 25,31-32, 33?53}’5
39-50,63-64, 156, 189, 191193, 224
accuracy, 39-46
conﬁi;xlnatory tests, 40,44-46,93,95, 96,
cut-off value, 41,42,43,95-97
effects of maltreatment of sera, 41-42
false negative results, 47-48, 64,93-94
167 ’
false positive resuits, 41-44, 63, 93,167
191-192
limitations, 47-50,195
resu!ts from commercial kits, 40-43
sensitivity, specificity, reproducibility,
42-43,93, 189, 191, 192
Anti-HTLV I testing, 4,10,25,32,34,
47-50, 52, 55-56, 6364, 65, 153-155,
156, 184,200, 205-206, 221,224,227
228,247 ’
contact tracing, 181-182, 193, 195-196
229,230 ’
education and risk reduction, 196-197
forlife insurance, 196
ini.v. drugabusers, 86,113-114
236-237, 251 ’
positive predictive value, 191-193
and};%rélotection of health care staff, 115,
of staff, 108, 184, 205-206
uses, 194-195
A See also Screening
ntibody to HTLV 11, se i
Ao HT ,see Anti HTLV 11T
incidence
in UK blood donations, 98
prevalence, see Seroprevalence of
anti-HTLV I
production, 28-29
Antiretroviral drugs, 199
Antiviral drugs, 19, 126-129, 198, 199

Anviety RS 1A 184 147 140 171 17n

3

ARC, 14-16,18,19,72,82,122,128, 129
diagnosis, 194 '

Arthralgia, 81

Artificial insemination by donor (AID)
158,163,219 '

Association for Practitioners of Infection
Control, San Francisco, 140

Asthma, 79

ATLV, 24

Atopicdisease, 79

At-risk groups, see High-risk grou

Aucxilliary staff, l4()g groups

Avoidance, 167

Azidothymidine, 128 -

AZT509, 128

Barrier nursing, 141

Bath houses, 226

B-cell lymphoma, 77

Bcells, 72,74, see also Lymphoc
BCG vaccine, 109 ymproeytes
Beauty therapists, 170
Bedbugs, 183
Bedsores, 135
Bereavement, 136,172
Biopsies, 168,258

bone marrow, 137

lumbar puncture, 137
lymph node, 82

skinpunch, 134,137

Bisexual men, 55,58, 66,92, 154, 155, 159,

161,162, 169, 183,212,215, 224, 225
228,229, 246247 ’
Bites, 184,185
Bleach, 142,160,255 ¢
Blcg?;ngin haemophiliacs, 101-102, 106,
Bleomycin, 125,126
Blood, disposal, 160,255
Blood bank, 191
Blood~brain barrier, 128
Blood, transmission of HTLV III by, see
Transmission of HTLV TII by blood
Blood donation screening, see Screening
of blood donations
Blood donors, 4,61,91-92,227
counselling, 99
HTLV Ilinfectionin, 4,48,61,98-99
information for, 94
recruitment, 93,94,99
unsuitable, 61,91-92, 160, 178,227
Blood gas values, 84
Blood grouping of donations, 94
Blood plasma, for treatment of
haemophilia, 102, 103
Blood products, 3,48,63,91, 135,219
concentrated, for haemophilia

Blood transfusions, 4,17,28,31,48-49,
53-54, 58,91, 103, 106, 110, 158, 188
Blood Transfusion Service, UK, 4,40,61,

91-99,227
Blue Book Series, 183
Body fluids, 158,188,222
Bodyimage, 110,143
Body Positive, 162,170,173, 182,223,241
Body products. disposal, 220,255-256
Body rubbing, 59,162,247
Bone marrow transplantation, 129
Breastmilk, 158,160,214,215
British Association of Social Workers, 222
British Dental Association, 63
Bronchoscopy, 134
Brook airway, 182
‘Buddy service’, 223,225
Burn-out, 144-145,148, 149,186
Burroughs-Wellcome assay, 45,95,97-98

Cancer, se¢ Tumours
Cancer, cervical, 164
Candida, 84,258
Candidiasis, 54,74,77,83,135
Cardiopulmonary resuscitation, (CPR),
142
Caribbean, 24,54,58
Carriers, 16,18,20,72
Casual contact, lack of risk from, 108-109,
140, 148, 160, 179, 189, 190, 197,219
Cell-surface antigens, see T4 (cell-surface)
antigens
Centers for Disease Control (CDC), 7,9,
15,17,39,52,65,91,103, 105, 198
definition of AIDS, 9-10,17,52,67,
110, 121
Central nervous system, see CNS
Cerebral atrophy, 79-80
Cerebrovascular disease, years of potential
life lost, 85
Chemotherapy, 135,137
Children and AIDS/HTLYV Hlinfection,
13-14,18,31,56,58,63,73,76, 104,
108-109, 110, 142, 178, 180, 189,214,
215,216-217,218,224, see also
Pregnancy, Vertical transmission
Christmas disease, 101,257
Chromosomes, 27,101,161
Civil rights, 188,199
Clinical features of early infection, 74-75
Clinical pharmacists, 134-135
Clinical reporting system for opportunistic
infections, 52,67
Clinical trials, 19,75.79,119,121-122,
126-129, 134, 135,137,199
Clinically latent phase, see Latent phase
MMimioc

Index 263

dermatology, 134
oralsurgery, 134
STD, 166,205,227,229,247,251
and voluntary anti-HTLV Il testing,
4,94,95,99
CMV, 9,32,77,78,82,83, 142,246
CNS
disease, mortality figures, 114
drug therapy, 128
effects of HTLV Ul on neurones/brain
cells, 26
involvement, 9,15,26,72,79-80, 84,
124, 134-135, 144, 170-171, 172
lymphomas, 9,124
Co-factors, 16,29,33,73,106,113,128,
129,157,162, 180,226,228, 236,246,
250
Coldsores, 258
Colitis, 77
College students, 210
Combination chemotherapy, 125-126,129
Commercial assay kits for
anti-HTLV VLAV, 39-45,92
Communicable Disease Surveillance
Centre (CDSC), 51-56,58-59, 147
Community care, costs, 89
Community health workers, 210
Community support agencies, see
Voluntary organizations
Compensation, 205-206
Condoms, 159, 163164, 199,247
Conferences, role of, 144
Confidentiality, 4,10,109,144,160-161,
203-204,205, 206,207,211
Confirmatory centres for assessment of
assay accuracy, 40,44-46,sce also
Anti-HTLV Il assays, confirmatory
tests
Conjunctival lesionsin KS, 124
Contact tracing, 181-182,193,195-196,
229,230
Contraceptives, 159
Control (psychological), 143,158,
168-169, 207
Controlof HTLV Hlinfection, 86-88
costs, 88-89
Confusion, 81,171
Coroner’s Society, 111
Corpses, and infection control, 148
Costs, see Financial aspects
Counselling, 31,86-87,88,95,109-111.
136, 139, 147,153, 155164, 165-174,
178-179, 180181, 182, 184, 185,210,
211,215,218,219,221,222,223-225,
229,230,236,237,251,252, see also
Precounselling
of blood donors, 95
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of health care staff, 108, 145, 166, 174,
179,186, 203,217-218
of haemophiliacs, 4, 109~111,215
forand by nurses, 203
by social workers, 217-218
Counselling structure for
HTLV Ill-related problems, 173-174
Counsellors, 184
Shanti, 134
Courtreports, 218
Creutzfeldt-Jacob disease, 66
Cryoprecipitate, 102-103, 104, 107
Cryptococcal meningitis, 77,78
Cryptococcus, 9,
Crytosporidia, 9
Cryptosporidiosis, 77,84
Cuddling, 160,214-215
Cut!ery/crockery, 160, 168, 190
Cut-off value in antibody tests, 41,42,43
95-97
Cytomegalovirus, see CMV
Cytopenia, 74,82,83

B

Day Care establishments, 218,220
DDAVP, 107
Death, prospect of, 206,215-216,229
Dedicated AIDS clinic, 21 '
Dedicated hospital units, 139
Dedicated stafflequipment, 88
Definition (CDC) of AIDS, 9-10, 17, 52,
67,110,121
Dementia, 66,79-80, 135
Denial, 143,167,207
Denmark, cases of AIDS, 57
Dental hospital services, costs, 88~89
Dentists, 154, 160,210
Department of Education and Science
(DES), 108,220
Department of Health and Social Security
(DHSS), 3,5,31,39,92,108, 178
guidelines, 204
Departments of Genito-Urinary Medicine,
see also Sexually Transmitted Disease
clinics
increased caseload, 88
patient mortality, 85
routine screening, 86
Depression, 156, 169, 170, 172
Dermatitis, 74
Desmopressin, 107
DHSS, see Department of Health and
Social Security
Diagnosis of AIDS, see AIDS, clinical,
diagnosis
Diarrhoea, 74,84, 167,224,225
Dietand AIDS, 157
Discouragement of high-risk donors, 6],
92,93,94,99, 160, 178,227

Disinfectants, 255-256
Disorientation, 81,171
Disposal of bodies, 148
District Health Authorities, 183-185,220
Donors
blood, see Blood donors
organ, 160,194,227
semen, 160, 194,227
Drugaddiction, 215,235
Drug dependency units, 163, 166, 235,
236,237,250-252
Drug toxicity, 120, 125
Drugtrials, see Clinical trials
Drugs
antiviral, 19,126-129, 198, 199
experimental, and KS patients, 119
intravenous, abuse of, see Intravenous
drug abuse
recreational, 8,158,226
Dummies in First Aid training, 182-183
Dundee, seropositive i.v. drug abusers in,
250

Ear piercing, 160,224
Eczema, 79,147
Edinburgh, i.v. drugabusein, 233,250
ELISA screening tests, 92,93, 97,189, 191
Embalming, 183
Emergency services, see Ambulance men,
Firemen, Police
Employment, 88,111, 156, 184, 193,213,
216,219-221,225,228
screening for, 194,195
Encephalitis, 77,81-82,84
Encephalopathy, 15,72, 79-80
End-stage disease, 16, 19-20, 29, 43,48,
72-73,75,76,81,83-85 :
Endowment mortgages, see Mortgages
envgeneof HTLV III, 32
‘epidemic AIDS’, 24
Epidemic, criteria, 64-65, 66
Epidemiology, 4,7-8,9,29-30,33-34,
229-230, see also Surveillance
Government finance for research, 31
Episgdic nature of illness in AIDS, 39, 76,
120
Epstein-Barr virus, 77,82
Equivocal results in antibody testing, 46,
47-48, 95-97
Erythrocyte sedimentation rate, 74,83
Ethical problems, 81,115
Europe, cases of AIDS, 57,58
Eviction, 87-88, 136,225
Excreta, 141,142, 158,247,255, see also
Disposal of body products
Exercise, 157

Factor VITT 25 2R 101 10 104 1nc

heat treated, 3,28, 48,106-107, 178,221
possible failures, 107,178
Factor IX, 101,103,106,257
Faeces, 255
False negative/positive results, see
Anti-HTLV Il assays
Families
counselling of, 165-166, 172,211,217
support for, 136
Family links in high-risk groups, 216
Fear, 172,206,207,224
Feet, 124,126
Fever, 81
Financial aspects, 4,5,31,49-50,60, 64,
88-89, 164, 185,187,199, 219,221,227,
230-231,237,251,252
Firemen, 140,182,210
First Aid training, 182-183
Fisting, 226,247
Fits, 82,84
Fleas, 204
Fluorescent antibody test, 44,46
Follicular dendritic cells, 74-75
Food and Drug Administration, 93
Forward planning, 29,67, 144, 146-149,
164, 184-185, 186,221,222
Fostering, 218
France, cases of AIDS, 57
Freeze-dried (Iyophilized) concentrates,
102-103
Fungal infections, 83,84
Future prospects, 5,18,20,23,29,30,34,
35, 49-50, 59-61, 66-67, 80, 120~121,
128-129, 162~164, 187-200, 237

Galliumscans, 134
Gallo, Dr Robert, 16,257
Gastroenteritis, 255
Gastrointestinal involvement, 135,255,
see also Diarrhoea
Gay community, §,10,12,13,15,17-18,
34,35,87, 138, 139, 144, 149, 191, 195,
210,224-226,229
Gay life-style, 8,87,225-226
Gay members of staff, 147
Gay men, see Homosexual men
Gay Related Immune Deficiency (GRID).
131
Gay Switchboard, 173
General practices, routine screeningin, 86
General Practitioners, 166
Genetic engineering
of antibody tests, 189
of factors VIII and IX, 102,103
Genital mucosa, 188
Genital secretions, 188
Genitourinary clinics, 184, seealso
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Germinal centres, 74-75

‘Glandular fever’, 74,81

Glasgow, and i.v. drug abuse, 233,250

Gonorrhoea, 87,164,227

rectal, 162,227

Government Health Educational
Programme (UK), see Health
education, UK Government Campaign;
Health Education Council

Government finance, see UK Government,
financial help from; see also Financial
aspects

Greece, cases of AIDS, 57

Grief, 136,143,173

Grieving, 143

Griffiths recommendation for management
in the Health Service. 184-185

Guilt, 143,172

Haiti, 13,76,92
Headlice, 183
Haemolytic disease of newborn, 178
Haemophilia, 101-111,212
disorder, 101-102
treatment, 25,102-103,214
Haemophilia A, 101,107,257
HaemophiliaB, 101, 104, 107,257
Haemophilia Centres, 4,166,211 L216
Haemophilia Society, 3,4,173,241,244
Haemophiliacs, 28,48,81,92,103, 105,
106, 108, 111, 120, 188, 213-217,
219-220
blood donations, effects of viral
transmission in, 3,4,5,103-105
heat treatment, efficacy, 106107
casesof AIDS, 4,13,53,58,103,
105-106
employment, 111,219-220
and heterosexual spread of infection,
109-110, 163
HTLV Hlinfectionin, 3,17,48,55-56,
60-61, 104-105, 107, 109
effects, 107-108
psychosexual effects, 110-111
practical problems, 111,203-204
public health considerations, 108-109
sexual transmission and counselling,
109-110
Haemophilus, 78
Hairloss, 125
Hay fever, 79
Health advisers, 184
Health Authorities, District, 183-185,220
Health care staff, 76, 182
antibody tests, 108, 184,205-206
counselling, 174, 186,203,217-218
discussion, 145,147,186,204,213,
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occupational risk, 52,56, 61,63, 65-66,
140,154,197, 205
protection, 88,115, 142, 154, 205

psychological effects, 108, 144-145, 171,

206-207,213
seroconversion, 197
supportfor, 145, 166, 186, 204
training, 142,220
Healtheducanon 5,10-11, 13,21, 49-50,
64,86-87,88,113,128, 129, 138, 139,
144,164,168,171, 172, 174, 180-181.,
182,189, 190, 199,205, 225, 226-227,
229,230-231,249
ofauxmarystaff, 210
costs, 89
ofi.v. drug abusers, 34, 35,200, 234,236
and risk reduction, screening for,
196-197
of social work staff, 209-210
UK GovemmentCampcugn 5,64,92,
162,164, 187
Health Education Council, 5,64,222
Healthline, 244
Hezgt disease, years of potential life [ost,
Hu;t:;ng, effecton antibody assay, 41-42,

Heat-treated concentrates, 102-103, 105
106-107, 200 ’
Heat-treated factor VIII, see Factor VIII
Hemiplegia, 84
Hepatitis B, 47,48,103, 107, 141,148, 154
157,178,197,205, 214,216, 227, 246,
253,257
risk of infection from samples, 64
testing of blood donations, 94
Hepatitis Cohort Study, 17-18
Herpes, 84,164
proctitis, 84
simplex, 9,75,258
zoster, 83,258
Herpeticulcers, 135
Heterosexual transmission of infection, see
Transmission of HTLV 111,
heterosexual
High-risk groups, 12-14
counselling, 155-164,217-218,221
he[croqexuals 163-164
homosexual men, 161-162
i.v. drug abusers, 162-163,233-237,
249-253
health education, 234,235
tcst’i)gg/sc:'ecninc 180-181, 196-197,
221
social work, 211-219
Histoplasmosis, 9
Hodgkin® sdxseast/lymphomd 77,83,
120~1

b

Homicide/suicide, years of potential life

lost, 85

Homosexual men, 34,66,81,84, 86,
161162, 179, 181, 183,212, 213‘217
223,225,228,237,246-247, 251

AIDSin, 13,53, 57—38 183
andAIDS-related conditions, 12,

15-16, 18

andCMV, 77

and hepatitis,
HTLYV HIseropositivity, 18,34,48-49
55,60, 86,

17-18

162

in San Francisco, 34
in UK, 48-49
andi.v. drugabuse, 59,65

response to health education,

Homosexuality in Africa, 33
Hospices, 137-138, 185-186

Housing, 87,88, 136,219,225, see also

Eviction, Mortgages

HPA-23, 128

HTLVI, 24-25,28
HTLVII, 24-25,28
HTLV III, relationto LAV, 35

HTLV LAV,

193,197, 198-199, 257, 258
Britishisolate, 25,26
culturing, 193

destruction

by heat, 25,107
by chemicals, 25,107

envgene, 32

in FDR cells, 75
inhibition, 199

infection mechanism, 26-29
lack of infectivity, 154

life cycle, 26-29,188

prevention and control of infection,

86-88

costs, 88-89
properties, 71-72

and receptor,

26-27,28,72,198

strains, 25,31-32

structtire, 23-26,32,71

vectors, 32-33

seealso Anti-HTLV 111, Immunology,
Transmission

Human lymphotropic T-cell virus

Typel,see HTLVI

Typell,see HTLV I

Type III,see HTLV IHI

Hygiene, 255
Hypochondria,

Identity, 143

171-172

Idiopathic thrombocytopenic purpura,

126,258
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10,13,87

15-17,18-19,23-30,92,

5,

16,

s

Immunocompetence and KS, 122-123
Immunodeficiency. 16,17,19,26,75.125
Immunofluorescence, 191
Immunoglobulin, 44-45,78-79

anti-D, 178
safety, 177-178
therapy, 79

Immunohistology, 74-75
Immunological profile in AIDS, 78-79
Immunology, 71-80
AIDS, 75-80,seealso AIDS, clinical
episodic nature of illnessin, 76
HTLV IIlencephalopathy, 79-80
immune defect, 75
immunological profile, 78-79
opportunistic infections, 75-76
specific opportunistic events, 77-78
consequences of exposure to HTLV
IIVLAV, 71-72
development of disease: co-factors,
73
early clinical features, 74-75
immunohistology, 74
propertiesof HTLV TIVLAV, 71-72
Incubation period, 17,18-19,31,106, 167,
227,228,257
Infection control precautions, 86-88, 120,
140, 154,174
inclinics, 140-141
costs, 88-89
guidelines, 148,160
health care personnel, 142
in-patient, 141-142
Infections
childhood, 109
opportunistic, see Opportunistic
infections
Infectious waste disposal, 255-256, see
also Body products, disposal
Influenza mortality figures, 114
Information
addresses of organizations, 243-244
for blood donors, 94
for counsellors, 225-226
effect on gonorrhoearates, 87
inconsistent, 206,207
leaflets, 210,218,223,246-247
for medical staff, 220
fornurses, 207
for public, 221
for school health service, 220
from SCODA, 249
for senior management, 221
forsocial workers, 212,218,220
telephone services, 221,222,223-225,
see also Terrence Higgins Trust
UK Government AIDS booklet, 244
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totesting, 153,229,236-237

Injectable substitute drugs, 251-252

In-patient services, costs, 88-89
In-patients, infection control, 141-142
Inquest, public, 111
Insect vectors, 183,188-189,204
Insurance, 87,111,156,193,196,206,213,
228, see also Seropositivity, social
implications
Intensive care unit, 134,148
Interferon
alpha, 126-127,132
gamma, 79
Interleukin-2, 127,129
Inter-reaction, 171-172
Intravenous drug abuse, 53-54,55,56,57,
58,59, 60, 188,226, 233-237, see also
Intravenous drug abusers
in Amsterdam, 35
inNew York City, 13,34,35,234
and pregnancy, 14, 179-180, 205,214,
215
in San Francisco, 34, 35,195
inScotland, 35,58, 60, 86, 143,233,250
inSouthern Italy, 86
in Spain, 86
in Switzerland, 86
in UK, 48-49
inUSA, 12-13
Intravenous drug abusers, 35,48-49, 86,
92,144,158, 162-163, 191, 193-194,
198, 199,200, 204-205,212,214-217,
223,229,233-237,249-253
AIDSin, 13,53-54,57-58,250
HTLV llinfectionin, 5,34,35,48-49,
55-56,60, 86, 158,163,194, 198,
204-205,212,214-216,233-237,
249-253
screening, 86,113-114,236-237
Irritability, 81-82
Isolates, variability between, 25,31-32,
33,161
Isolation of source of infection, 154-155,
182
Italy
cases of AIDS, 57
seropositivity ini.v. drug abusers, 86

Japan, 24

Kaposi's sarcoma (KS), 8,9,12,13,
14-16,19,24,51,59,76-78, 83, 85,
119, 120-121, 131, 133, 134, 144, 170, 258
‘classical’, 122,123,126
clinical features, 122-124
course, 124-125
dru‘rthcrdpy, 119,120, 125-126
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Kidney transplants, and KS, 122~123
Kissing, 160
Kuru, 66

Laboratory reporting scheme for
opportunisticinfections, 52,67
Laboratory specimens, handling/labelling,
41-42,43, 64, 141,204
Lat;gf]phasc ofinfection, 28-29, 120, 198,
Laundry, 136,142, 160
Lavatory, 160,168,190
Legal problems, 136, 160, 199,223
Lentiviruses, 28,66
Lethargy, 172
Leucopenia, 74
Leukoplakia, hairyoral, 74
Life insurance, see Insurance
‘Lifetine’ telephone numbers, 173, see also
241-244
Life-style, changesin, 29,871 13,
155-156, 166, 168, 174, 196, 210, 211,
246-247
differencesin, 33-34
doullz;(s) about, in AIDS patients, 143,
hcallhy,forseropositives, 157-158
Livercancer, 121
Liver disease/cirrhosis, years of potential
life lost, 85
Low-risk groups, 155,171-172
Long-term effects of AIDS, 15, 18, 66-67
80,198 ’
Lubricants, spermicidal, 159
Lymphnodes, 74,82,83
biopsy, 82
involution, 74,83
Lymphadenopathy, 8, 16,26,72,73,74,
81,82-83, 166, 258
Lymphadenopathy associated virus
(LAV), 24,25,35,258, see also HTLV
/LAY
Lymphatic drainage and KS, 124
Lymphocytes, 16, 17,24,26-27,72,73,74
75,78-79,127, 128, 180, 198, 258 '
Lymphoedemaand KS, 124
Lymphomas, 77,194,258
of CNS, 9,121,124
in haemophiliacs, 105, 120
high-grade B-cell, 9
Hodgkin's/non-Hodgkin's, 120, 121

Macrophages, 72,75,78,79

Malaise, 81

Malignancy, see Tumours

Malignant neoplasm, and years of potential
lifelost, 85

Maltreatmant nfcoarmim comalan A1 A 2n

Meals on Wheels, 219

Measles, 109

Media, 8,87,144, 165,166,178, 1
207,209,211,216, 224 57204,

Medical care for high-risk groups, 216

Medical social workers, 134

Memory disturbance, 171

Meningitis, 77,84

Methadone, 163,235,236

Microglia, 72,80

Microinoculation, 63, 140, 154,197

Military screening, 194, 195

Monitoring, see Surveillance

Monocytes, 72

Monoplegia, 84

Montagnier, DrLuc, 16,35,258

Morbidity and mortality data, 51-54,57,
66-67, 183

Mortality, from AIDS, 11,1415, 18,54
57,85,125,147,183

Mortality, premature, see Years of
potential life lost (YPLL)

Mortgages, 111,156,228

Mosquitoes, 32,183, 188-189, 204

Mmljéi;-to—mouth resuscitation, 142,182,

Mucosa, 188

Mucosal contact, 197

Myalgia, 81

Mycobacteria, 83

Mycobacterium avium, 9

Mycobacterium tuberculosis, 77,78,258

»

Natural history of AIDS, see AIDS,
clinical, natural history
‘Natural killer’ cells, 72,78
Nausea, 167,172
Ne;dies and syringes, sterile, provision for
i.v.drugabusers, 163, 193-194,
233-238, 249-253
Needle-sharing byi.v. drug abusers, 158,
163, 188,212,214, 233-237, 249, 251
Needle-stick injuries, 28,56,61,63, 141,
154,158,197
Netherlands, cases of AIDS, 57, seealso
Amsterdam
Neutralizing antibodies, 28
New York City
cases of AIDS, 85
i.v.drugabusers, 13
Nitrites, 158,226
Nurse practitioners, 132, 134
Nurse screening clinic, 132,138
Nurses
group report, 203-207
union support for, 207
Nursing, 131-145

community-based
agencies/organizations, San
Francisco, 137-139

confidentiality, 144

dedicated units, 139

preparedness, 144 see also Forward
planning

procedures, 210

Shanti, 136

social work, 136

timetable, 131-133

Obsessional states, 169-170
Occupational exposure, 61,184,197,
205-206, see also Health care staff,
occupational risk
Oesophagitis, 77
Office of Populations, Censuses and
Surveys, 51,52
Oncology clinic, 131-133
Opportunistic infections and tumours, 9,
10, 13,14-16, 17, 19,51,52,67,75-78,
82,83-84, 103,105,106, 114, 119-120,
121, 123, 124, 132133, 144, 258, see also
individual entries
clinical reporting scheme, 52,67
laboratory reportingscheme, 52,67
Oralsex, 159,163,247,
Oral substitute drugs, 163,235-236,249,
251,252
Organ donors, 160,194,227
Organon Teknika test, 95-97,98
Out-patient medical clinic
infection control, 142
social and other services, 136-139
staff, 133-136
timetable, 131-133
Qut-patient services, costs, 88-89

Paediatric AIDS, see Children and AIDS
Pain, 168,172
Pathologists, protection from infection,
148
Pathology laboratory services, costs,
88-89
Pentamidine, 134
People with AIDS Alliance, 138
Personality changes, 81,171
PGL, see Lymphadenopathy
Physicians, 184
general, 160
duties, ward, 86,SFGH, 134
Planners, social care, group report,
209-222
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Pneumocystis carinii, 9,13,15,83,258
pneumonia, 51,59,77,78,84,85, 110,
132,134,258
Pneumonia/influenza, years of potential life
lost, 85
Pneumonia mortality figures, 114
Pneumonitis, 77
Police, 115,140, 182,210
Political factors, 187-188
Polio vaccine, 109
‘Poppers’, 158,226
Positive predictive value, 191-193
Precounselling, 155,156,211,213,230
Pregnancy, 29,63,153,159,179-180,206,
215,219,237
as co-factor, 73,180
in health care staff, 142
in seropositive drug abusers, 205,237
Prejudices, 166,212,213,217,228,252,
see also Public attitudes
Premarital testing, 193
Prescriptions, 134,135
Prevalence of HTLV Il infection, see
Seroprevalence of anti-HTLV 111
Prison staff/population, 185,210,218
Process protocols for AIDS screening, 132
Pre-AIDS, 72
Prodromal AIDS, 72,74
Prostitutes, 159, 195,197-198
in Africa, 164
inNew York, 163
routine screening, 86
Protective wear, 140-141, 154,255
Pseudo-AIDS, 172
Psychiatric social workers, 134
Psychological effects
of screening, see Screening, psychological
implications
of seropositivity, see Seropositivity,
psychological effects
instaff, see Health care staff,
psychological effects
Psychological counselling, see Counselling
Publicattitudes, 111,160, 166, 199,
209-210, see also Prejudices
Public health, 108, 188,199
Public Health Laboratory Service, 95,221,
250,251
Public health nurses, 138,139
Publiclibrary viewdata terminals, 221
Pulmonary function tests, 134
Pulmonary symptoms, acute, 134
Pyrexia of unknown origin, 84-85
Pulmonary tuberculosis, 120

Quality control
nanels for assessment of assav accuracy,
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Radiation, 135
Radiography, 134
inPCP, 83-84
Rashes, 167,172
Razors, 160
Receptors, 26-27,28,72,198
Recreational drugs, 158,226,246, see also
Nitrites, ‘Poppers’
Recruitment of staff, 144-145,184-185
Rectal gonorrhoea, 227
Rectal mucosa, 188
Referral for counselling, reasons for, 166
Regional Transfusion Centres, 91,95
Religious groups, 223
Resources, see Financial aspects
Respiratory arrest, 182
Retinitis, 77
Retroviruses, 16,17, 24,27-28,193
Reverse transcriptase, 27,127,129
Rhesus-negative mothers, 178
Rhinitis, 79
Ribavirin, 128
Rimming, 159,247
Risk of seropositives developing AIDS,
see AIDS, clinical, development
Rock Hudson, 21,225

Sado-masochism, 226
Safe Sex Guidelines, 140,155
‘Safersex’, 50,110,138, 159-160, 174, 203,
215,217,224, 228,237,247, 251
Safety measures for nurses, 203, see also
Health care staff, protection
Saliva, 158,247
Salmonella, 76
Salmonellosis, 77
Samaritans, 173
San Francisco
and AIDS epidemic, 8
HTLQV T infectionin, 18,34, 86, 162,
195
incidence and spread of AIDS, 10-12,
34

San Francisco AIDS Foundation, 138,
140,243

San Francisco General Hospital (SFGH)
clinical research/trials, 121-122
organization of AIDS care, 20-21
staff, 131, 132, 133-135, 200
Ward 86, 131-145

School children, 108-109, 213,217,220
educationon AIDS, 210
seropositive, guidelines, 108-109
see also Children and AIDS

Scotland
cases of AIDS, 250
seroprevalence of anti-HTI V 111 5 2¢

Scottish AIDS Monitor, 224
Screening, 63-64,65,86,87-88, 113-1 i5,
138,191-193, 194-195, 227, 228,
229-230,236-237,250
antenatal, 86, 114-115
ofblood donations, 3-4,40-43, 48-49,
87-88, 92-97, 105, 106, 177, 178, 194,
221,227
epidemiological, 114-115
ofi.v. drugabusers, 86, 113-114, 221,
236-237

prosandcons, 63-64,65-66,87-88, | 13,

114-115, 193-194, 196-197, 230,
236-237
and protection of health care staff,
63-64, 6566, 154
psychological implications, 113,114,
227,236-237
social problems, 87-88,113-115,
194-196, 197,227, 236-237
tests, 92-97
specificity, sensitivity,
reproducibility, 42-43,93, 189,
191
Self-esteem, 170, 172,207
Selfimage, 143,207
Self-referrals to clinics, 166
Semen, 158,159,160, 188,219, 246
donors, 160,194,227
Sensitivity of antibody assays, 42-43,93,
189,191,192
Seroconversion, 27-29, 31,34,47-48,61,
63,72,81-82, 107, 140, 147-148, 184,
197,257
Seropositivity
psychological effects, 87, 108, 110-111,
143,156-158, 160, 167-172, 178, 181,
182, 193-194, 196, 206207, 211, 213,
215-217
socialimplications, 87-88, 107-108,
113-115, 156, 167-168, 193-194,
195-196, 206,211,213, 215-217,
219-220, 227,230
Seroprevalence of anti-HTLV 111
inchildren, 56,104,110
inblood donors, 4, 48,61, 98-99
in haemophiliacs, 3, 17,48, 55-56,
60-61, 104-105, 107, 109
in health care workers, 61
inhomosexual men, 18, 34,48-49,
55-56, 60-61, 104-105, 107, 109
inItaly, Southern, 86
ini.v.drugabsers, 5,34, 35, 48-49,
55-56,60,86, 163, 195, 198, 205, 233,
250-251
in Netherlands, 107
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in Dundee, 250
in Edinburgh, 60,233,250
in Glasgow, 233,250
in Spain, 86
in Switzerland, 86
inUK, 5,48,50,55-56,98, 104-105,
109-110
inLondon, 86,113
regional variations, 113-114,221-222,
228,230,250
in USA, 98-99
inNew York, 35
in San Francisco, 18,34,86,162,195
Sex differences in AIDS-related diseases,
12,13
Sexually transmitted disease, 8, 30,73,
81-89, 113, 138, 155, 157, 162, 163, 189,
198,205,230
clinics, 166,205,227,229,247,251
Sexually Transmitted Disease
Regulations, 160
Shanti Project, 136,137,139, 185~186,
243,259
counsellor, 134,136
Sharps, 141
Shingles, 74,258
Shock, 167
Skin care, 135
‘Slow viruses’, 28,66
Social implications
of screening, see Screening, social
problems o
of seropositivity, see Seropositivity,
social implications
Social workers, 184
as AIDS advisers, 222
group report, 209-222
medical, 136
psychiatric, 136
training, 220
Social Services Department, 219-222
Social support service, SFGH, 134,136
Solid-phase assays for anti-HTLV
III/LAV, 44-46
Source isolation, 154-155
Spain
casesof AIDS, 57
seropositivity in i.v. drug abusers, 86
Specificity of antibody tests, 189,191
Splash exposure of health care workers. 56
Splenomegaly, 82 I
Sputum production, 78-79, 134,258
Squamous cell carcinomas, 121
Staff, see Health care staff
Staffing problems, 148,149
Standing Conference on Drug Abuse
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Sterile injectable drugs, 235
Stigma, 123,124,193,207,214,229,252,
see also Prejudices
Substitute drugs
injectable, 251,252
oral, 249,251,252
Suicide, 85,169, 181,225
Sulphamethoxazole/trimethoprim, 134
Suramin, 128 ]
Surgical operations and routine screening,
63-64, 65-66, 88, see also Health care
staff
Surveillance, 51-61,66-67,86,115
costs, 89
inEurope, 57,58
inUSA, 57-59
Sweats, 81,167,172
Sweden, cases of AIDS, 57
Switzerland
cases of AIDS, 57
seropositivity ini.v. drug abusers, 86
Syphilis, 82,87,164,246
blood donation testing, 94

Tattooing, 160
T4 (cell-surface) antigen, 25,26-27, 28,
32,72,80
T cells, see Lymphocytes
T-helper lymphocytes, see Lymphocytes
Tlymphocytes, see Lymphocytes
T4 lymphocytes, see Lymphocytes
Tears, 158,188
Telephone information/counselling
services, 173-174,221,222,223-225,
241-243,246
Termination of pregnancy, 180,219
Terrence Higgins Trust, 5,113,162, 166,
170, 173, 182, 196, 222, 223-231, 233,
241,246-247,249
Therapy, co-factor, 128,129
Third World, and model of medical care,
148-149
Thrush, 77,258, see also Candidiasis
Timetable of out-patient medical clinic,
131-133
Toothbrushes, 160
Toxoplasma encephalitis, 77
Toxoplasma gondii, 9,15
Transmissionof HTLVIII, 3.4,5,8,
23-24,28,61,72,91, 103-105, 109-111,
140,158,159, 164, 179, 181, 182,
188~189, 193, see also Insect vectors
byblood, 3,4,28,61,72,91, 103-105,
140, 158, 160, 182, 188, 193,200,212,
214,215

noa . crmn 100

WITNO0841029_0145




272 Index

not by casual contact, 108-109, 140, 148,
160,179,189, 190, 197,219
heterosexual, 5,23,34,54,58, 109~110,
162, 163-164, 181, 188, 197-198, 206,
212,214,215,224-225,234, 235, 251
through needle-sharing, 212,214,
233-237,249-253
sexual, ini.v. drug abusers, 214,234,
235,251
vertical, 13-14,32,72, 110,178, 180,
189,212,214,215,218,237
Transport, 134,136
Travel, and spread of AIDS, 8, 16,
154-155, 182,228, 230, 231
Travellers, immunoglobulin for, 177-178
Trembling, 167
Trimethoprim, 134
Tuberculosis, 75
Tumours, 8,9,10,12,13,15-16, 17, 51,
76-78, 82, 85,105, 120-121, 122-123,
133, see also Kaposi’s sarcoma

UK
cases of AIDS, 4, 5, 51-54, 57-59, 60, 91,
105,110
seroprevalence of anti-HTLV 1II, 5,48,
50, 55-56, 98, 104~105, 109110
UK Advisory Committee on Dangerous
Pathogens, Guidelines, 88
UK Government, financial help from, 4,3,
31,49-50, 64, 187,221
UK Government AIDS Information
Booklet, 244
UK Government Health Education
Programme, see Health education, UK
Government Campaign
UK Haemophila Centres, 103, 104, 105,
106

UK Infection Control Guidelines, 183
Uncertainty, 167

Union support for nurses, 207

Urine, 158,247,255

" Urticaria, 79

USA
cases of AIDS, 10~15,57-59, 84,91,
103, 105-106, 183
seroprevalence of anti-HTLV III, 18,
34,35, 86,98-99, 162, 195

Vaccine, 5,28, 128, 129, 166, 198, 199
Vaccines, live, as co-factors, 109, 157

Vaginal intercourse, 159, 163
Vaginal mucosa, 188
Ventilation
emotional, 167,172,173
mechanical, 148
Vectors, insect, 183, 188-189, 204
Vertical transmission, see Transmission of
HTLV I, vertical
Vinblastine, 125,126
Vincristine, 125,126
Violent patients, 185
Viral antigens, purified, 189, 191
Viral hepatitis, see Hepatitis B
Viral
reactivation, 198
replication, 27,73,128,193, 198
saturation in gay community, 34
Virus Reference Laboratory, 40
Voluntary organizations, 5,164,222
Body Positive, 162,170, 173, 182,223,
241
community support agencies, 136-139,
166,170, 182, 241-244
Shanti Project, 136,137,139, 185-186,
243,259
Terrence Higgins Trust, 5,113, 162,
166,170,173, 182, 196,222, 223-231,
233,241,246-247,249
Voluntary supportstaff, 134,147
Vomit, 255
von Willebrand’s disease, 104, 107

Wardsin SFGH
5a,139
84,133
86,131-145
Wartvirus, 164
Weightloss, 74,124,135, 143,170,172
Wellcome assay, see Burroughs-Wellcome
assay
Western blot, 34,45-46,47,99, 191
WHO, 35,177-178
WHO European Collaborating Centre on
AIDS, 57,58
Women and AIDS Research Programmes,
133
‘Worried-well’, 166, 169170, 171-172
Wounds, open, 158,255

Years of potential life lost (YPLL), 85,114
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