
TWo voices 
by Mrs Elizabeth Reid 

T
his is a plea for voices, a 
plea for stories. My hus
band's voice is stilled 
now and you can only 
hear his thoughts 

through me. By now, hundreds of 
thousands more voices have been 
stilled. Many of their words may live on 
with their lovers and carers. These and 
the voices of the living need to be 
shared so that we can build up the 
tapestry called Living with HN. 

We need to weave two panels. One 
blends the voices of those living with 
the knowledge of their infection with 
the voices of those caring for them, 
who see and also understand what it is 
like to live with infection. The other 
panel must be that of the carers as 
carers. 

It is now over four years since Bill 
died. He died on the last day of an 
Australian winter. He could not have 
said it when he died, since he had 
totally withdrawn into the silence of 
dementia, and possibly could not have 
thought it, but he would have wanted 
it like that, wanted to leave our son 
John-William and myself the spring - a 
time of healing and of the creation of a 
new life. 

For me, a part of that new life is the 
attempt to understand that past, to 
reflect upon those years, to become 
more articulate about what was done, 
often intuitively, and to share some of 
the happiness and hope that we 
experienced. So here are our two 
voices, halting as yet, talking about two 
difficult subjects: living with HN and 
living with dying. 

A growth in the minor intestine 
caused Bill to bleed internally early in 
1983. In the months that followed, he 
was given massive amounts of blood 
clotting products to stem the bleeding. 
He was diagnosed as infected with HN 
in April 1985, 16 months before his 
death. Of those 16 months, three long 
months were spent trying to work out 
how to live with that knowledge. 

Before that, we had for over two 
years lived our lives with an underlying 
and hidden fear. For although the 
world in those years, 1983 and 1984, 
kept telling us that the chances of 
infection through a blood transfusion 
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were one in a million and so not much 
higher for blood products, we never
theless, and rightly, feared it was 
otherwise. So we lived with infection, 
or the fear of infection, for three and a 
half years and with the final long
drawn-out dying for over six months. 
They were years of great happiness 
and closeness for both of us, right 
through the dying, through dementia 
to death. 

A hidden hope 
Living with the fear of the possibility 

of infection was for us very different 
from living with the knowledge. 
Hidden along with the fear was the 
hope that it would not be. Bill's hope 
was shattered, as often it has been for 
too many others, by two atomic sen
tences: "Your result is positive. Sorry." 
No counselling. No help. No shoulder. 
No friends that he dared to turn to. He 
cried alone. I was not there. 

My hope was shattered by just one 
atomic sentence: "My result was posi
tive." We were separated by half the 
world and by a crackly echoing tele
phone line. He had just been tested in 
Zaire where he was doing a couple of 
months' work. I was in Australia. He 
was speaking obliquely from the public 
lounge of the guest house where he 
was staying, trying desperately to 
ensure that no-one else could under
stand the import of his words. Having 
lived with haemophilia all his life, he 
understood the need for very careful 
consideration before disclosure. I was 
so profoundly alone in dealing with the 
knowledge of his infection that, for the 
few weeks before his return, I spoke 
without thought of the consequences. 

It was a difficult struggle to learn to 
live with this knowledge, for both of us. 
Bill returned to Australia in early May, 
and there followed a period of distress 
and turmoil, a period of awful sepa
rateness in a relationship that was very 
close. 

The losses were immediate. In retro
spect, I believe that Bill may have spent 
those first months grieving, grieving for 
the might have been, for the dreams. 
We had met only a few years before. 
Our professional lives and our per
sonal lives interwove with a promise of 

great fulfillment. He became different 
from his usual self, refusing to buy new 
shoes for they would be wasted, 
seeking to experience all as if it were 
his last chance. 

For me the overwhelming loss was 
not being able to have more children. 
We had one child, John-William, but as 
a mother in my middle years I felt that 
two at least might ease my way. We 
had lived in fear of Bill being infected 
since John-William was seven months 
old, and so the grieving for the 
children that might have been had 
started then but now it had an absolute 
finality about it. There was no more 
hidden hope. 

The feeling of hopelessness was 
overwhelming. Bill was infected and 
there was no way to do anything about 
that. We were left with a sense of deep 
bewilderment, of absolute powerless
ness in the face of this knowledge. This 
powerlessness sapped our vitality, kept 
us apart. We became crabby with one 
another. 

We were afraid. The fear was not so 
much of the death but of the dying. 
We had seen the ravages of the 
disease in the United States and in 
Africa. We had seen young wasted 
bodies refusing to die easily. We deeply 
feared that Bill's mind would be 
affected, that he would become 
demented. The fear of dementia was 
for us more terrible than the fear of 
death. Death and dementia elicit no 
other emotion in our culture. 

No support 
We were alone. We had closed 

ranks, drawing a now inflexible line 
around the knowledge. My family 
knew, and one or two others whom I 
had told in the first shock. John
William, Bill and I went to the local 
clinic for further testing. We were 
asked in detail, for research purposes, 
about our sexual and drug-taking 
habits but were given no help, no 
support, no counselling. We were later 
to find out that there were other 
known HIV-infected persons in 
Canberra, one of them an old school 
friend of mine. But someone made the 
decision not to put us in touch; 
someone had the audacity to decide 
that our assumed differences in sexual 
orientation were greater than that 
shattering thing we had in common. 

Perhaps worst of all, we refused to 
look inwards. We were not ragers and 
so did not go out raging. The fullness 
of our relationship meant that there 
was no impulse towards sexual binges, 
safe or otherwise. But we were groping 
blindly around in our own and individ
ual ways, refusing to confront the inner 
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turmoil. This was our form of denial. It 
is the opposite of learning to live with 
the knowledge of infection. It is the 
refusal to start the journey of becom
ing more fully who you are, of finding 
a sense of peace and strength. 

For three months we journeyed 
separately, alone. The difficulty of the 
journey was compounded by the fact 
that work was difficult to find in 
Australia. We had worked happily and 
well in Central Africa since 1981, but 
had recently decided to return to 
Australia to be near my daughter, 
Kathryn. Finally Bill made a number of 
decisions: he wanted to live; he wanted 
us to stay together; and he wanted 
work that was challenging and worth
while. At much the same time, I too 
decided that I wanted us to stay 
together, but I wanted us to settle 5 
down in Australia and establish 1 
support networks that would help us ~ 
through the coming years. o 

Eventually I realised that the deci- ~ 
sion had to be that we would return to 
work in Zaire, where work was waiting 
for Bill. This would give him back his 
joie de vivre, his sense of living a life 
worth living, of living. We had stum
bled through debilitating denial, help
lessness, distress, turmoil, powerless
ness. We stumbled into living. Once 
there, things fell beautifully into place. 

How did we make that transition 
from diagnosis to living? Much of it 
had to do with the sort of person Bill 
was. He had a strong desire to conti
nue living. He believed that life was 
worth living, that we had much more 
happiness to find and that we had 
worthwhile work to do. He realised 
that not taking his life into his own 
hands was leading to a death wish, a 
sense of hopelessness and help
lessness. 

Bill had fought all his lifetime not to 
have his haemophilia considered by 
himself or others as a handicap. He 
knew his physical limits, continually 
pushed them as far back as possible, 
but had learnt to listen to his body. He 
was skilled at drawing the boundaries 
between the possible, and the desired 
but not possible. His boundaries were 
broader than most people's, with or 
without haemophilia - including, for 
example, travelling by bush taxi from 
Dakar in Senegal south to central 
Africa and then up to Addis Ababa in 
Ethiopia, carrying his blood clotting 
factor in his briefcase. But he knew 
how to identify these boundaries and 
that he had to live with them. 

Bill loved living. He had a love of 
people, of listening, of learning. In 
short, he was gregarious. The sheer 
love of interacting with others helped 

WORLD H.EALTH. November-December 1990 

draw him, and me with him, back into 
living. 

The living that we found was simple 
enough: we did those things that we 
would have been doing anyway. We 
led full, happy lives, The reality of his 
infection had been acknowledged but 
placed in its proper perspective. And 
life continued. 

So Httle together 
As a carer, I had failed my first task. 

Our journeys to living were journeys 
made alone, not together. I had not 
been able to help him through from 
diagnosis to living. Throughout the 
time I knew Bill, it was the only period 
that we shared so little, that we were so 
little together in spirit and intellect. 
However, we did somehow reach the 
living together and then my role as 
carer changed back to that of lover, of 
opponent in the word-game of Scrab
ble, of dinner companion, of eo
worker. 

Sadly, our period of living with HIV 
was short, just six months, before the 
dying began. But thank heavens we 
had made that transition to living, for 
we were to learn that the living we had 
learnt can continue through the dying. 
We had learnt the skill of living 
whatever life was possible. For us, this 
was to be especially important, for the 
virus soon began to impair Bill's mind. 

This was what we had most feared. 
Too little is known even today about 
the effect of the virus on the mind. 
Then much less was known. Most 
people around us responded by 
ignoring or denying it. But one of the 

Haemophiliacs who needed regular 
blood transfusions in the early 1980s 
lived with infection, or the fear of 
infection, from the time that the AIDS 
virus was identified. 

striking things about HIV encephalo
pathy, sometimes crudely called AIDS 
dementia, is that, unlike other forms of 
dementia, the person seems to remain, 
at least until it is quite advanced, 
conscious of the changes in himself or 
herself. So Bill and I charted its 
progress together: his temporal dis
orientation, his shortening concentra
tion span, his memory lapses, his 
decreasing ability to solve problems. 
Together we began to find ways to 
help him around them. 

Bill continued to live and to respond 
in whatever ways were possible. Now 
we took pleasure in playing just a few 
opening moves of Scrabble. Then later 
as he withdrew more and speech 
ceased, there was still the turning of 
the head at my footsteps, the meeting 
of the eyes, the warmth of his hand. 
Our relationship continued. Some 
integral part of the person continues to 
respond. The essential person remains 
through everything, untouched by the 
dementia. But this person becomes 
very difficult to reach. Care-givers need 
skills to cope with this dementia. Fear 
of the unknown can be overpowering. 

Living with dying was not always 
easy. The dying of this disease can be 
so painfully slow. There were times of 
deep depression, for each of us. 
Fatalism and despair lurked in the 
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Two voices 

shadows, at least for me, fed by 
uncertainties about prognosis and 
treatment. I faltered from time to time. 
But Bill's desire to live whatever life 
was possible was strong. His body was 
still young, unprepared to die. 

During the dying, the role of the 
carer changes. He or she not only 
remains a partner of the living but now 
becomes the midwife for the dying. 
This role is almost impossible to take 
on unless the carer also has learnt to 
live with HN. The carer becomes 
acutely aware that he or she is not the 
dying but only the observer of the 
dying. 

The carer therefore lives in two 
worlds: one of the dying, the other of 
the present and future living, the pain 
for the now and the pain for the 
future. The distress is immense but for 
most of the time cannot be expressed, 
since it gets in the way of the living. 

Afterwards there is virtually no 
choice but to continue living. But the 
disease itself and its social stigma mark 
the survivors. 

Bill lives on in our discourse, in our 
memories. His special human and 
moral qualities continue to influence 
our lives. He is a loved presence and 
this is the way it should be. But when 
John-William continues our conversa
tions with others, strangers or new 
acquaintances, he cannot understand 
when people react with such hostility 
or recoil when he says, as he must be 
able to, that his Dad died of AIDS. 

Public discourse links AIDS to 
sexuality. The vocabulary is too often 
that of deviance: promiscuity, perver
sion, revulsion. For us, AIDS is also 
linked to loss, grieving, absence. The 
children who survive may be marked 
by the discourse about, and the reality 
of, AIDS; their psychological, emo
tional and sexual development may be 
adversely affected. 

Sexual identity 
The survivors who were partners, 

spouses, lovers, carers may find their 
own sexual identity, and their ability to 
express it is deeply affected. This will 
be difficult for them to work through 
for as long as the world remains 
riddled with denial, fear, ignorance and 
repugnance, for as long as it lacks a 
perception of common risk of 
infection. 

If these journeys were not unique, 
then a number of important threads 
might be able to be drawn from 
them. Diagnosis of HN need not 
be a diagnosis of a terminal illness. 
Rather it is a diagnosis of a particular 
kind of life. 
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Learning to live with HN is best 
done when one is asymptomatic. The 
earlier a person can make the transi
tion from diagnosis to living, the better 
the quality of the living and, maybe, 
the longer the life. The activities which 
make this transition possible are those 
which regain or maintain control over 
one's life. They will vary from person to 
person. They might include taking 
control over one 's health and 
treatment, identifying the things which 
make life worth living, giving it struc
ture, purpose, direction or meaning. 

We need more research that gives 
hope, studies of the living well, those 
infected whose lives are full and happy, 
the long-term survivors. People, in 
short, who have made the transition 
from diagnosis to living with HN. We 
need to see these people in the 
medical literature as well as hear their 
own voices. Such research will be 
important in correcting the distorted, 
fatalistic picture that emerges from the 
press, public health officials and 
scientific journals, and which so harms 
those affected. 

Carers, families, friends, counsellors, 
support groups, community organi
zations will need to have the skills 
required to help people through the 
process from diagnosis to living with 
infection. More needs to be known 
about how this transition can be 
brought about. We need to know 
much more about how the mind is 
affected by the virus and to be able to 
devise creative ways of caring for those 
so affected. In particular, we need to 

Sida 
Test 

volontaire 
anonyrqe et 

gratutt. 

"Me, I prefer to know, declares this 
young woman, advocating free and 
anonymous AIDS testing. 

learn different ways of communicating 
with them, for example, by touch, by 
massage, by music, by eye contact. 

The stigma surrounding this disease 
as well as the stigma marking many of 
those who are affected - prostitutes, 
homosexuals, drug users - needs to be 
challenged. This epidemic is a tragedy, 
and a challenge, to the whole human 
community. The community of those 
affected includes survivors as well as 
the infected and their loved ones and 
carers. They will all have special needs 
arising from the nature of the disease 
and its social, cultural and psychologi
cal setting. 

At the heart of this epidemic, either 
there can be violence and fragmen
tation or there can be stillness. In the 
hearts of those affected, it is the same. 
Knowing how to live with HN can 

· bring a stillness to the centre of the 
living and the dying, a stillness that 
creates life. • 

Mrs Elizabeth Reid, who is Pro
gramme Director of the Division for 
Women in Development, UN Devel
opment Programme, New York, 
based this article on a speech given 
to the Living Well Conference, Mel
bourne, Australia in 1988. 

W OR LD HEALTH, November-December 1990 




