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vividly recall a night late in December about o year ago. it

was 6:00pm, very cold and getting dark. | was waiting for a
bus to go home, standing behind a tree for protection from the
wind. I had recently lost o friend to AIDS. From whatever
megsure of intuition God had given me, | knew suddenly and
quite certainly that | alse had AIDS.

| stood behind the tree and cried. 1 was afraid. 1 was alone
and | thought | had lost everything that was ever dear to me,
Iy fhat place, it was very easy to imagine fosing my home, my
family, my friends, and my job, The possibifity of dying under
that tree, in the cold, utterly cut off from any human love
seemed very real. | prayed through my tears. But | knew.
Several months later, in April, the doctor told me what | had
discovered for myself.

Now, it’s nearly o year later and I'm still here, still working, still
fiving, stili learning how to love. There are some inconve-
niences. This morning, just out of curicsity, | counted the
number of pills t have to take during the course of a week. i
came out fo 112 assorted tablets and capsules. | go to the
doctor once a month and find myself reassuring him that 1 feel
quite well. He mutters to himself and rereads the lotest labora-
tory results which show my immune system declining 1o zero.

My last T-Celt count was 10. T have been fighting painful sores
in my mouth that moke eating difficalt. But, frankly, food has
olways been more imporiant to me than o litle pain. | have
had Theush for a year. It never quite goes away. Recently, the
doctor discovered the herpes virus had gotten hold of my
system. There have been strange fungal infections. One was
on my tongue. A biopsy caused my tongue to swell and |
couldn't talk for & week making many of my Friends secretly
thankful. A way had been found to shut me up and they «ll

revelled in the relative peace and quiet. Of course, there are
night sweats, fevars, swollen Tymph glands [no one told me
they would be painful), and unbelievable fatigue.

When | was growing up, | literally defested grubby, down-in-
the-dirt sorts of work like changing the oil, digging in the
garden, and putting out the rubbish. Later on, o friend, wheo
was a psychiatrist, suggested | should accept o summer job of
a lumber camp. He chuckled with sinister glee and suggested it
might be o constructive emotional experience. Well, this last
year hus been that canstructive emotional experience that |
had avoided. Parts of it have been grubby and down-in-the-
dirt and paris hove been life-changing. 1 cry more now, |
laugh more now, too. | have come to reatise that my story is
not in any way unique, nor is the foct that | will most likely die
within two or three years. Like many of my brothers and
sisters, | have had to come to terms with my own death, and
the deaths of many of thase | fove.

My death will not be extraordinary. If eccurs daily to others,
just like me. And | have reclised that death is nof really the
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If seems that it was only @ short time ago that |
was sitting with the editorial team discussing the
future plons for the Birchgrove newsletters. The
Editor came up with the suggestion that we
develop a range of themed issues. As we sat and
laughed and joked, we asked ourselves what
would appeal to the average Birchgrove member?
in « flash it became blindingly clear that Sex,
Drugs and Rock and Roll were the real topics that
would interest any true Birchgrove member]

Well, we've tackled Sex, that seemed easy. The
assumption that sex was something that haemophil-
1acs shouldn't do, or couldn’t do, or didn’t want to
do, wasn't hard fo challenge. It also svited our
schoolboy sense of devilment, to say rude words
and print dirty pictures.

And drugs too wasnt that dilficulf. Demonstrating
fhat, for many haemophiliacs, drugs are an
impartant issue, not just the pharmaceutical, doctor
prescribed drugs, that have had such a devastating
effect on our lives, but also recreational drugs, that
many of us hove chosen o become part of cur way
of coping.

At the ime the rationsle behind “Rock and Rolt”
escaped me. Try as | might, | could see no signifi-
cance in the concept, | happened to be listening to
the radio when | caught a piece about Johnny
Rotten and the Sex Pistols. How appropriofe!
Johnny was talking about Sid Vicious who had
committed suicide years ago, and he said, “the
thing about Sid was that he bought into the whole
bag, Sex, Drugs and Deathl” and there i was,
there was the answer. The finat taboos, death and
dying.

Now, as | lie here on my bed, with only a slight
touch of AIDS and an even slighter chance of
survival, it is with a grand sense of irony that | find
that this is the issue that now faces me too. Your
infrepid Birchgrove reporter is boldly willing to go
where few journdlists have investigated before. Are
there no lengths to which we are willing to go to
research an arficle?

Lying on my bed | can indulge in the pleasures of
hindsight and think back to the many satisfactions
that 1 have found. What stands out most clearly is
the sense of pleasure that 1 take in having known so
meny haemophiliaes, so many people who have
lived with this virus and died because of it. 1 am
proud to remember their faces and remember their
names. | am proud fo have been part of bringing
together many of those people who 1 feel closest to.
There seems liflle more important in this Greek
iragedy that has become our fives, than the friend-
ship and companionship of those who truly under-
stand hife’s little ironies.
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issue at all. The challenge of having AIDS is not
dying of AIDS, but living with AIDS. | didn't come
o these realisations easily and, unforiunciely,
wasted precious time in what | thought was the
fragedy of my impending demise. t still have o
difficult fime when someone 1 love is sick, is in
hospital, or dies. We have alf been to far too many
funerals and many of us don’t know how we will be
able to find any more tears for the ones that we
continue to lose.

In @ story about someone who had lost his partner
{0 AIDS, the man said that alier his partner had
died, he thought, that just maybe, the horror was
over, That somehow it would oll go away and
everything could gef back to the way it once was,
But, just as he starts to think the horror is over, the
telephone rings. | am crying as | weite this because
i have o very vivid piciure in my mind of my
pariner making those same telephone calls, We alf
know about the discrimination, fear, ignorance,
hatred and cruelty attached to the AIDS epidenic.

There is o major myth | would like to dispel. When
we approach the AIDS crisis our first inclination is
to search about for money to theow at the problem.
{ don't underestimate the importance of funds for
services and research. But money will not sofve, by
itself, the problems of suffering, isclation and fear.
You don’t need to write a cheque, you need fo
care. f you do core, and if you have some money
in your account, the cheque will follow naturally
enough. Bui, first, you have to care.

Beck when | lost the first of my friends to AIDS, |
knew that ane friend, Don, had been sick, 1f
seemed like he was in and out of the hospital with
this and that and dida't seem 1o be getting any
betier. Finally, the doctors diagnesed AIDS. By the
fime he died, he had been offected with dementia
and was blind. When his friends found out he haod
AIDS, many of us did not visit ki while he was in
the hospital. Yes, that included me. L was afraid -
not of catching AIDS = but of decth. 1 knew | was at
sk and thet in looking at Don | could be looking ¢
my own future. | thought | could ignore it, deny i,
and it would go away. It didn't. The next time 1 saw
Don was af his funeral. | am ashamed and ! know
that none of us, even those with AIDS, are exempt
from the sins of denial and fear. If T had just one
wish, just one, it would be that none of you would
have 1o experience the death of a loved one before
you realise the extent and seriousness of this erisis.
what ¢ terrible, terrible price o pay.

what happens”, you may ask, “when | get
involved and | come to care about someone and,
then, they die?” | understond the question. The
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wonderful part, though, is to understand the
answer, At a recent meefing | was frying to listen fo
several threads of discussion ofl ot the same time
when a woman {ond a dear friend) spoke up. She
had recently lost her brother to AIDS. She soid
quite directly that she was always amazed to see
me and 1o see how well 1 was doing. She had
become convinced that 1 was doing so well because
| had been open about my diagnasis and because
of the support, love and care | had received from
those around me. She turned to me and said she
knew her brother would have lived longer if he'd
been able to get that same support and care, if
somehow he hadn't felt so isolated and olone. She
was right and | have come ta realise how precious
that care and support, that love, is. It has fiterally
kept me alive.

Soon after | had discovered 1 had AIDS, the most
imporiant person in my life brought home @ small
package of seeds. They were sunflowers. We lived
in a small apartment with a tiny patio with a bare
patch of earth ~ really more of o Hower box than
any sort of ¢ garden. He said he was going to
plant the sunflowers in the “garden”. Okay, 1
thought, Our luck with growing things had never
been tremendous, especially such large planis os
pictured on the package in such a smoll plot of
ground. And | had much more importent fish to fry.
| was, after all, dying of AIDS and 1 had never paid
much atiention to anything as mundane as fowers
in a flower box.

He planted the seeds and they took hold. By
summertime, they stood at least seven feet high with
glorious, bright yellow blooms. The blossoms
followed the sun religiously and the patio became a
hive of activity as bees of all descriptions hovered
relentlessly around the sunflowers. Out of row upon
row of apariments which were indistinguishable
trom one another, it was afways easy for me to spot
our patio with those great halos of yellow towering
high above the fence, How precious those
sunflowers became. | knew 1 was coming hame:
home to someone who loved me. When | sow those
sunflowers, | knew that everything, in the end,
would be alright.

For those of you who do care and find yourself
ready to rmake this kind of cammitment, 1 would like
it very much if you could come to my house. We
waouldn't do o whole lot. We wauld just sit on
kitchen chairs, have some iced feq, and wakch the
bees in the sunflowers.

Terry Boyd, age 38, was the fother of a 14 year old son
and was raised in Nebraske, Idaho,
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BY NORMA MARTINEZ

hve in Nezchualcoyotl City, Mexico, I am 32
years old and a widow with five children,  also
have AIDS. Seven years ago, miy hushand found
out that he had HIV, we didn’t know what that was.
They said he was going to die in three months,

He fived for five years without any kind of
symptoms. Then he was sick for two years before
he died. He became infected by donating blood,
which was our income for a while. | got pregnant
with my last child after | found out | hod the virus.
The truth is, | really didn't want ta have him, so
told the doctors that t was infected, that my
husband had AIDS. They told me that they would
do a test to see if that was true, but sither way |
had fo continue with my pregnancy because
abortions were only performed in special cases.

When my new child was tested, he was found fo be
infacted. He is now twa years old. 1 had a child
before him. He would be three-and-a-holf years old
now. He died and nobody could telf us why. [teok
him 1o the doctor because he had diarrhoea, and
they told me he died of pneumonia. They scolded
me, saying that | had neglected him.

The disease that my husbond and | controcted has
robbed my children of their childhood. My oldest
son is responsible for bringing money home. My
next, o daughter is responsible for the housework. |
don't want to fell her teachers about my disease. |
am afraid they will forbid her to go to school and
will isolate her. She is @ good student. She used to
get “As” in schoal but now gets “Cs” because of
her absences. | don’s want my children, besides
being poor, being marked.

We are poor, of course. We hardly have enough to
ectt. 1 need 90 capsules of AZT a month, but t can’t
afford to buy them. 1 should buy other medicines
and should eat well, But | only buy beans. For me,
knowing that 1 am going to die soon has made me
stronger. | have fo take care of a lot of things
before 1 die. Wha will want to fake care of my
children? How will they remember me? What will
they be like when they grow up# Will it be a relief
for them when 1 am not around?

[ use my last strength to tell the story of my life, so
that you would know if. | don’t want your pity. |
have lived, in spite of everything, differently during
my last doys. | learned a lot. | was with other
women and peaple who helped me, gave me
support and taught me not to feel guilty - and to
five the last days of my life with dignity. | want you
to do something. 1 want you to think as you listen to
my story. What can you do in situation like this?
Don't answer me because | can’t hear you now.
Say it o yourself and then tell other women. leave
you my voice for you fo hear . Maybe you wil
forget, maybe you won't. | did what | could. The
rest is up to you.

Norma Martinez told her sfory shortly befere she died,
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BY MIKE O'DRISCOLL

Af a fime when death should be o distant
prospect, many young men had fo get used fo
the idea thal death wos o lot closer than they had
thought. The cruel irony for many hoemophilincs is
that in the early 1980s, the future looked better
than it ever had before. With most of us on factor
VIl home-reatment with government promises of
self-sufficiency in bleod products ringing in our
ears, not to mention the possibility of synthetic
blood products in the future, o complete victory
over haemophilia seemed imminent.

Think of the 1200 haemophiliacs infected with HIV
and imagine how hollow that victory sounds fo
thera now. But it happened and nothing unyone can
say or do will change that. What is perhaps
surprising, and what many positive haemophiliacs
drow strength from is that there are still more than
five hundred of them defying the disease. Despite
illness, loss of career, loss of wives and friends, and
the constant awareness of their own vulnerability,
they are sfill surviving.

But, and fhis is « question seldom asked, at what
cost? Imagine carrying on a ‘normal” life knowing
that the next lifile illness or infection you get may be
the ene that kills you. Try putting on « brave face,
just to let your family and friends know that you
haven't given up the ghost. Most HIV positive
haemophiliacs do just that because, as much s
anything, it's the struggle itself that gives them the
strength fo go on, Each doy spent resisting the

- wearying processes of the disease, each day you

come through the struggle, is another small victory.

But is that really the case? Or are we just kidding
ourselves because we still find it difficult to face the
truth? Not just the truth of the inevitability of death,
but the smaller, more poignant truth, that semetimes
the streggle to live up to peoples’ expectations, is
simply too much,

Living with HIV, refusing to let ¢ virus rob you of
your humanity and dignity is a constant battle, o
batile in which there is no ceasefive. s it any
wonder that people grow fired and their spirits
weary? Is it ony wonder that i you're forced, day
in and day out, to acknowledge the truth of the old
dliche about death being one of the few cerlainties
in life, that it becomes difficult 1o sustain your
strength and courage? What are you left with then?
Anger, frustration, helplessness, feur and guilt. Yes,
guilt, guilt that you haven't been strong enough,
that there are people ~ family and friends — who
rely on your strength and who you feel you are
letting down. Do they resent your weakness? Is your
illness an alf foo vivid reminder of their own
mortality?

Maybe what's required is o different type of
strengih; the sirength fo recognise and accept that
your part in the struggle is over; the strength fo put
your house in order; the courage to say your
goodbyes. This sort of acceptance, and preparation
for death can never be easy. It takes a rare dignity :
to acknowledge the imminence of death whilst
maintaining your own humanity.

One could drow an analogy with o condemned
man who, after years spent on death row, is told
that he will be token 1o the gallows at dawn. But
such an analogy is inappropriate — no crime has
been committed by the person dying from AIDS. A
better comparisen might be made with those unfor-
tunate to be killed suddenly, in an accident. What
chance have they had to prepare themselves for
death? [f they hod known that a certain day was 1o
be their last, isn't there a strong possibility that they
might have wanted to put their affairs in order, and
sary their final farewells to friends and family?

In Sam Peckinpah's 1962 western, ‘Ride The High ‘
Country’, an aging cowhoy is asked by his friend
what he wanis from the remainder of his life. “All |
want is to enter my house justified,” he answers. In
other words, he would like the opportunity befere g
he dies, to settle his offairs and make his peace
with God, Whatever your religious beliefs - or lack
of them — | think that there is o beautitul universality
ahout that statement, Don’t we ofl have an innate
desire to settle our alfairs, to say our goodbyes and
teave no unfinished business behind us when we
die? If it were possible for those who had died
suddenly or unexpectedly to have the benefit of

hindsight, isn't it certain that there are things they
would have liked to have faken care of?

| think perhaps i's time for us o acknowledge that
when ifiness gets too much for a Friend or loved
one, when we see that their perspective has
changed from one of resisiance to acceptance, then
we too should accept the inevitable. Free of our
expectafions 1o keep up the fight, a person dying
from an AIDS related iliness, should have fime to
come fo ferms with death and, with our suppert, to
take care of any unfinished business. We hove fo
accept that there will come o ime when, through
pain and exhaustion, our kriends and lovers, having
fought the good fight, seek only the peace of decth.

This is not to say that we shouldn’t grieve, only that
when we know thot they are ready to go, we
shouldn’t impose our sense of loss, of guilt, or
resentment upon them. Instead, we should accept
their need to “enter their houses justified”, and
when they are gone, we should be srong enough
fo temper our grief with a celebration of their lives.
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I'm a father of a PWA, I'm 60, my son is o
heterosexual at 37 yeors (fact} with 2 beautiful
children 3 and & ond o wife of 15 years. The
bastard, although 1 fave him very much, was
promiscuaus and has his death sentence. My wife
and | have taken in the children and the wife
because of his viofence. He has threatened my life
because of his, His moods swings from love, fo hate
and to violence. This is not the son | nuriyred,

He has had on MRI on his braia and swelling is
indicated. His fingermails have been infected with
fungus for about 5 years and | suspect that the
fungus has reached the brain which would account
for the swelling and erratic behaviour. He is a
smoker and a heavy drinker. He seldom keeps his
doctors appointments. [His brother is o surgeon).

Vm tived of crying...please help.!1i t don’t really
kinaw how fo use this internet, but I hope you can
figure out how to get back,

Bob Salomone Pradigy: jfgt30a

Dear Bob,

| read your posting with great concern for bath
your son and your family members. It is very
diffieult for loved ones 1o uke such obuse, and |
feel much empathy for you all. Your anger may
seem justified, but anger can be o mask for fear
and pain. Your son'’s irrational and frightening
mood swings, are equally as distressing io him as
they are to you. Cun you separate the person you
iove, from the disease you hate?

You may find some comfort in knowing that there
are those of us who watched, as you did, good and
decent people, transformed into monsters who only
ceemed o have litle conscience over their destruc-
tive behaviour, When the virus crosses the bloed
brain barrier (and it does), you can say shat Hhat
individual has a diseased brain. Since you can't cut
out a diseased brain, without causing severe
damage or death, you helplessly and powerlessly
it by wolching your son become a mere shadow of
his former self. And yes, you are angry ond you
are afraid. Will knowing what fo expect change the
way you feel about your son? Will it enlighten you
in developing coping skills throughout a progres-
sive, and insidious illness?

| watched my spouse of 22 years, a gentle and
kind man who reached out fo help anyone who
knocked on our doer, lurn info @ roging, fowering
inferno who moved out of our bedreom a year
belore he became seriously ill. He closed off from
me, then our sor and daughter. | was filled with
confusion, rage and sorrow. Buf, what | didn't
understand then Bob, was that he was railing ot the
disease that was destroying everything he held
dear to him. &t robbed him of his job, his health,
friends, financial security, controtb of his life, his
sanity, and finally.....his life. He died of PML, a viral
foction that destrays the white matter of the brain,
of the age of 40. What | wish | had known months

before his death, was that he was beginning that
journey inward. Ii's that place inside one's soul that
everyane in the dying experience goes to find that
centre that is one with God and the universe. They
turn away from off exteracs, and the first fo go are
those they love the most. If's an odd way of saying
good-bye, isn't if?

But, | never heard the words when he was speaking
them rafioncly. He thought that if he could push me
away from him, it would hurt me a lot less when he
made that final journey. | stifl remember him
saying, “Let go of me, I'm dying!” But, 1 clung for
decr life, seeing only my own insecurities and fears
of my life without him. The more | demanded of
him, the more distant he became. | needed to learn
fo let go with grace, fo say, “Ii's your journey, you
decide how and when you want 1o feave our
planet, and I'll accept your choice”. 1 lived with that
regret for many months after his death. 1 fashed out
of hie for his behaviours, not understanding that he
was no longer in control of his faculties, If your car
doesn’t have an engine, you can’t expect it to run,
can you?

And my hushand, had a diseased brain, and it did
not run, | needed to understand the sheer torment
he was going through, and seek my soloce
elsewhore because he wos no longer capable of
being there for me, and God, | was still so
dependent. | needed lo forgive him for off the
neadies he stuck into his veins, especially the ane
that contained that virus. If 1 can't do that, then | am
redlly no better than the person | condemn. I'm
expecting them to do something that | myself cannot
accomplish. Your son is filled with regrets, guilt,
self-loathing, condemnation. What he most needs
now that his life is nearing its end, is your compas:
sion and your forgiveness. You wouldn’t come
across a fire and throw gasoline on i, would you?
Your son is in grave emotional distress and pain,
that's why he's acting out. In life, we learn to
depend and derive our support from those who
love us. s o lonely, arducus down-hill spiral, when
we find there is no one there. My husband made
many poor choices “mistakes” in his life, but so did
I. 1 never expected perfection, and | never got it.

But, what did 1 expeci? That we would heal our
wounds and make our amends before his final
hours. We were granted that, because he tran-
sconded the human part of his being by living
through his human spirit. A few months before he
was hospitalised, he experienced an enlightenment,
something ethereal, perhops the power of God, but
he emerged a beautiful and loving man, who was
falking of things completely out of the realm of this
world. It was then that | first undersiood, he was
moving towards the death experience, and
preparing himself to go onto @ higher ground. I've
wilnessed this in alt the five deaths 1 have been
honoured to share in the past two years.
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Do net despair Bob, Your son does not want to hurt
anyone, The brain is an intiguing and delicate
piece of master workmanship. Unfortunotely, it is
raost difficult to be responsible when it's not fune-
tioning properly. Think of how the human body
experiences exhaustion, aches and pains offer o
hard day’s work and seeks to rest to repair itself;
now think of what it would be fike to have o brain
that cannot be repaired, that finds [itle or no rest.
Your son is punishing himself enough for his human
fesitings, and we all have them. You may find, as |
did, that when 1 could forgive, it provided me with
the compassion and the strength | needed to mend
our brokeness. You son no more wants fo kill you,
then he wants fo die. He may be trying to kill the
pain of your aititudes lowards him, and the feelings
of abandonment he's suffering when everyone left.
If it were happening fo you Bob, would you feel
any different? We don’t know what it's like to be
that “other” person, unless we can walk around
inside their skin and feel what they feel. So, the best
we've gof, is our own sense of conscience, because
it is this that we will have fo answer to,

This is o tragic situation for your whole family, and
you must feel lost and enraged. When you can find
a centre of calm inside yourself, go there and ask
for help and empowerment. You will gel what you
need fo see you through this. In the eye of the
storm, emotions are whipped and tossed,
sometimes rationality und reasoning leaves, It is
only when we are quieted that cur spirit finds the
answers it needs. Love may not cure AIDS, but it
can soothe and mend shattered Jives. | wish your
forily peace und courage throughout your
struggle. Don't despeir, and if you can perhaps you
could find some reading material that deals with
the emotional and mental impact, as well,

My thoughls are with you, Annie annre @uoguelph,

*The current editorial team have enjoyed working
together on the last four issues of the Birchgrove
newsletler. We have fried to broaden the
herizons, if not the minds, of our readers. Bu,
due to popular demand, we have been asked to
let go the editorial reins and ailow others to ride
the steed of controversy and chollenge. We wish
the new team an equally exhilarating ride.

As usual, the views expressed in sach of the
arficles are those of the individual authors, and
not necessarily those of the Birchgrove Group.
“BIRCHGROVE" is published by:

The Birchgrove Group, PO Box 313,
Conterbury, Kent CTT 1GL

Tel: [0345) 697231 (Lo Cull)

Editorial Board:

Michoel O Driscoll (Editor), Paul Jenkins.

USEFUL LAST WORDS

In the fight between you and the world,
bet on the world.

t's been lovely, but | bave to screum now.

I¥s not a black or white thing... I¥s o death
thing!

Many are cold, few are frozen.
Life being what it is, | dream of revenge.
O raget O despair!

One thing about pain: it proves you're
alive.

So 1 said io myself, ‘Seff,” [ said...
What hope is there for the world if | die?

When the going gets tough... The tough
go drinking.

When things just can't get any worse, they
will,

You are terminally tired.

Practice random and senselass acts of
kindness.

All answers questioned here.

Abstain from wine, women, and song;
mostly song.

Alive, and simply delighted!

All 1 want is the chance to prove money
cun't buy hoppiness,

Depression is merely anger without enthu-
sigIsmm.

As your Doclor, 1 advise you fo drink
heavily.

Don't take life too seriously, i's not
permanent. .,

For it is the doom of men that they forget

Either this man is dead or my watch has
siopped.

He's either dead or just very sleepy.

Everything | do is needlessly violent and
enormously irresponsible.

F'm sorry. Thank you for playing. Next
confestant,

A virus is a Doemon with an aftiiude
problem!

A cynic smells the Rowers and looks for
the coffin.

A clear conscience is usually the result of
bad memory.

e i e b s b s s o e e+ e e
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BY MIKE O'DRISCOLL

G‘wen that we all know we are going 1o die,
should the grim diagnosis of AIDS and the
reclisation that the event is rather more imminent
than one would have wished, make a difference to
the way one lives, works and feels? Such o
question preoccupied television playwright Dennis
Potter after his diagnasis with termingl pancreatic
cancer, as he has acknowledged in the introduction
to his final two plays, Cold Lozarus and Karooke.
Whatever the answer to that question, for Potter at
least, given @ moximum of five months, everything
fels different,

for those who have been given an HIV positive test
cesult, most things do fee! different. Death, for an
asymptomatic HIV posilive person, can shlt seem a
rather vague and distant prospec!. But after a few
encounters with PCP, CMY, Toxoplasmosis, MAI or
Lymphoma, one has no real choice but to accept
the imminence of death. Part of the problem in
trying fo come fo lerms with this incontrovertible
fact is that when faced with prognoses that may
vary disconcerfingly from o few weeks fo six
rionths or even ¢ year, one may teel fotally
powerless. Perhups one way o regamn contral over
our lives is for us to assert that i is we who have
made up our minds about when in the time left fo
us, we should pack up our bags and go. To be able
1o moke a choice as o whether ot not fo receive
rcatment designed to prolong fife, especially if the
quality of the fife profonged is diminished in
relation 1o ifs extension, is one of the most profound

choices we can make.

When @ person has lived for ten years of more with
a potentially fotal diagnosis, and has experianced o
somber of ‘AIDS defining illnesses,” one of which
has come to be recognised as termingl, then other
concerns may well assume more importance than
the need to keep up the fight. Foremost among
these would probably be the desire fo ‘put one’s
affirs in order’. The knowledge that you have
settled] any unfinished business, thett you have left
your wife, husband, partner and/or children as
financially secure as you can, and that you have
had the fime to say your goodbyes, can be more
empowering than many long days or weeks of
nainful struggle against the inexorable progress
and inevitable outcome of the interaction betwoen
HiY and the human body.

THE NATURAL DEATH CENTRE

Set up in 1991, The Naturaf Death Centre has as
i#s directors, three psychotherapists, and aims to
help improve “the quality of dying’ for those with
terminal illnesses. it atiempls to do this in three
main ways:

} By breaking the oo on freely discussing death
and dying - through public meetings, raedia
confact and o British Day of The Dead Festival,
first held in April 1993.

2 By encouraging people fo prepare for dying well
in advance, through:

o A series of one day workshops and seminars;

» Promoting ond distribufing ‘iving wills';

« Publicising accounts of dignified naturol deaths;

o Creaiing a network of people who have had
Near-Death experiences, who may act as
“midwives for the dying,” to provide counselling
and spiritual help to the dying person and the
family.

3 Helping fomilies fo regain controt of the process
of dying from the big institutions, through:

L]

Encouraging both Auvthority and neighbourhood
support for those dying ot home, so that more
people cun die in the familiar surroundings of
their own home rather than in hospitals;

e Researching inio the olleviation of suffering for
he dying, and info alternatives to authanasia,
such as besting;

*

publicising o ‘Declaration of Rights of the person
dying ot home';

Campaigning with the Office of Fair Trading fo
ensure that the funeral trade do rot breach the
1680 Competiions Act by refusing to sell cobfing
to the general public;

» Acling os a consumer body to provide unbicsed
informetion, referrals and recommendations
about helpful undertakers, funerat suppliers,
crematoria and cemeteries, and on how fo

arronge o cheop, Green of D.LY. funerdl.

The Natural Death Centre is an organisction that
recognises the sense of empowerment that the
process of preparing for death can give to a termi-
nally ill person. Perhaps, by heginning to talk fo
each other about death and dying, we witl under-
stond that death can be both natural and dignified.

For more information on The Natural Death Centre,
please contact them af: 20 Heber Rood,
Cricklewood, London, NW2 6AA.

Tel. N2 0181 208 2853

it §
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LIVIRG WILLS

A ‘Living Will' is designed primarily to indicate how
much high-tech, medical infervention, the signatory
wants if they are suffering from o terminal iliness.
Basically the Living Will directs the person’s family,
GP or uny other people involved, 1o inform the
person of any illhess from which he or she may be
suffering, and about any possible treatments and

likely outcomes.

This is foflowed by o dedaration thot # o number of
listed circumstances arise — for instance, that the
person has a terminal illness, such as AIDS or
Cancer, or that they are unable to porficipate effec-
tively in decisions about their own medical care ~
then that person is not to be subjected to any
unwanted medical intervention, such as invasive
drug therapies or forced feeding, which is aimed af
prolonging or sustaining their life. It may also stote
that the person wishes 1o be allowed to spend their

lesst days at home, if at all possible,

The Living Will is signed by the person with the
terminal llness end another person is named as
your appointed representative, 1o be confacied in
the event that the person becomes unable to
communicate their wishes, with the intenfion of
representing the person’s views. The Will is then
witnessed and signed by two people, and finally, ¢
copy is lodged with a doctor named in the will.

The Natural Death Centre, the Terrence Higgins
Trust and the Voluntary Euthanasia Society all have
their own versions of the Living Will. Though
approved of by the British Medical Assaciation, you
would be well advised 1o discuss your Living Will
with your GP, or with another docter, as not all
physicians are able to accept the patients views

ahout their own treatment.

Give copies of your Living Wilt o both your doctor
and 1o your relatives, and if you go info hospital,
you should show it to your medical advisors and
have ¢ copy of the Will lodged in your notes,
Remeamber too that if you appoint represenicives,
these should be people you teust absolutely, espe-
ciolly if they would benefit financially from your

death.

An example of a Living Wil has been enclosed
with this newsletter, if you wish additional copies

they are available from the Birchgrove Group.

BY PHILLIP HAWKINS

TAKING AN EARLY BATH

While recognising and accepling that everyone is
different, and that the “qudlity of life” for one
person isn't necessary the same for someone else, |
have had the experience of seeing many people die
from HIVAIDS related illnesses. | believe that we
all get o a stoge when we no longer have a
“quality of life”.

Existence is such, that we are unable fo do the
simplest of tasks, and so are reliant on others for
our every need. When “that fime” comes we shouid
be able fo say enough is enough - it's time to toke
an early bath, Suicide seems the only option.

During the last couple of years we have seen
number of cases of patients asking to be allowed to
die. One was of a man who was on o life support
system, who decided that he did not have or that he
would never have ‘qudlity of life” again. Deciding
he would rather die with dignity, he refused to take
insulin for his diabetes. He died o few days later.

Patients cannot insist on doctors actively shortening
their lives or “Ewhanasia”. However, ey can
refuse all medical treatment including being fed by
gasiro-nasal tube or intravenously, hence starving
to death (“passive euthanasia”). Personally, I feel
that this withdrawal is both immeral and in-human,
as puﬁenis who have survived @ comatose state,
said that they were aware of pain and discomfort
when nourishment had been withdrawn,

Although it is not agoinst the law to take ones own
life, it is however illegal for someone to assist an
individual to do so, or fo provide the means. A
documentary on Euthanasia in the Netherlands was
shown last year. It showed that, if safeguards are in
place and followed, then patients can decide with
the support of loved ones and their doctors, the
appropriate fime and ploce fo die, and can achieve

it with dignity.

[ fear the reason that both the medical professions
and societies refuse fo either discuss or consider
Euthanasia, could be one of seeing death as o
failure, rother than os an inevitable part of life.
Taking the step to assist in ending someone’s life, is
not easy. Even with the support of future legislation
ond in the knowledge that they are carrying out the
wishes of the patient — it would never be eosy.

A system of ofl encompassing support will be
needed for everyone involved. Scciety’s thinking
avolves slowly and we shill have a long way to go. |
do believe however, that one day we will address
the real needs of those who are totally dependent
on others for their “quality of life”. This will encble
patients and those who care for tham, 1o take the
important steps that will enoble them to move
lowards and achieve a "quality of death”.
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BY DEBB! HOOD JOHNSON

Peopie often ask me why 1 wear a Red Ribboen.
Some peaple ask the question simply to find out
what the ribbon means, but other people are really
asking a hidden question: they wonder what expe-
rience in life has moved me so that | would want to
weor a Red Ribbon, a visible reminder to all who
see me of the confinving bottle against HIV and
AIDS. They are asking why 1, o white heterosexual
female, would choose to take an often unpopular
stand, instead of quietly going about my life. They
are asking about my hushond, BJ.

BJ made me his wife, but AIDS made me his
widow. He died in my orms at 1:45 am on
Monday, May 17, 1993, in the lile white house
we had moved inta only two days earfier,
Surrounded by packed boxes filled with our books,
our music, our photographs, and other mementos
of our life together, we lay in the dark on the
hospital bed provided by Hospice. Consumed, at
this point, by massive broin lesions caused by PML
{Progressive Mulfifocal Leukoencephalopathy), Beej
had lapsed into a coma hours before.

Earlier thot day his wonderful parents and our
supportive friends, our "fomily of choice,” had
come, encircling his bed to sy their soff good-
byes, kiss his cheek gently, and whisper final
messages into his ears. The room began o fill with
the loud, bone-chilling sound of fluids collecting in
his lungs as he struggled to breathe. In cur private
final hours, | sang fo him, prayed over him, and
reciied the 23rd Psclm aver and over as | carefully
brushed his Jong hair. { reminisced atoud about
how we met and some of our favourite “heart
snapshots” those special memories and private
jokes and tender moments we had shared for so
fong. ! chose 1o believe BJ could still hear me
through the curtains of his coma.

As | sang one of our most special sangs to him, 1
suddenly noticed my voice was no longer
competing with the foud gurgling “death raitle” of
BJ's breathing. | sat up on the bed and saw thot his
eyes were open — he was looking af me. | knew he
could really see me once again and that he could
see that | was truly with him until the end. His face
looked so serene, with a slightly lopsided grin.

“Go chead, sweetie,” | whispered hoorsely as |
held him, “it's okay to let go now.” As | kissed his
fips for the last time and felt his life leave his body,
my hand stayed on his chest, where his body heat
remained the longest. | sobbed as | felt the chill
sprecd; the warm spot over his heart grew smaller
until it was no more. Another brave warrior in the
fight agoinst AIDS hod fallen.

Why do | wear the Red Ribbon? | wear it because |
can. | am still alive, still able fo carry the message
about the redlity and urgency of AIDS and how HIV
can be prevented. | carry this message for those
whose voices can no longer be heard but whose
presence can still be feit. What message is thai? |
carryhe message - to all who will hear and listen ;
- that HIV/AIDS is, at this point, 100% fatal... but it §
is also 100% preventable. | carry the message that
Persons Living with AIDS are PEOPLE first and
foremost. People who have families and loved ones,
people who have dreams and hopes and fears,
pecple who laugh and cry, people who deserve the
some respect as you and 1,

When | wear the Red Ribbon, | am demonstrating
my compassion and care for people living with
HIV/AIDS, my determination that those who have
dlready died from AIDS-related causes will not be
forgotten, my support for the ongoing efforts of all
AIDS service organisations and researchers, my
respect for the dedicated caregivers, and my desire
to educate others about how to halt the spread of
this obscene disease.

{ can think of many other reasons to proudly wear
the Red Ribbon, and these reasons have names and
faces: Bill, the first PLWA | knowingly met and for
whom | became an AIDS volumieer; David, the quiet
man whose face had become a mask of cancer
lesions; Dophne, the woman who fretied about whe
would care for her children after she had died;
Tony, the entertainer who hung himself in despera-
fion; Curtis, the proud Alican American who had
such a big heart; Litile Jessica, whose panel in The
NAMES Project AIDS Memorial Quilt haunts me to
this deyy; Ryan White, whose unyielding covrage
showed the world that AIDS might sap his strength
but never bend his spirit; Roh, whose independent

streak continued onfil be drew his last breath; and
BJ, my sweat, gentle hushand, who never passed
up an opporlunily fo speak fo groups o educale
them and io “put a face on AIDS.” AIDS finally
robbed him of his speech, his mobility, his bodily
functions, his smile ~ but never his dignity.

There are those who believe the Red Ribbon has
lost its mecming, that i's only an empty symbol now.
I disagree! As long as my Red Ribbon gives
someone the opportunity to ask me ¢ question

about AIDS, or gives someone the sirength to go
through another doy encouraged by this small sign
of support and solidarily, then its message is very
clear. The Red Ribbon simply means that | care.

Debbi lives in Charlotte, North Caroling, where she is on
AIDS educator/counsellor. She is currently writing a
book about her husbond and their fight against AIDS.
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SOmeh'mes things don’t go well ot all. Thoughts
start twisting, mostly in the wrong direction,
rolling down and down, seeking back in memory
every occasion of regret, turning even insignificant
episodes into proof of failure and defeat.

The mind is wrapped round itself, fike o ball of
paper. Your face is grey, like stone. Even the
magical mystery four through the discovery of new
meaning, new values of life, becores tiresome and
tricky when considered in the perspective of the
future. Let your mind be as pessimistic as it can be.
Then something begins to move, inside your body,
in un indeterminate point betwean your throat und
your stomach; like a bubble in the water this
moving unidentified thing is trying to escape from
the centre of the ball, fighting to emerge on the
surface; an ikchy sensation uround your eyes and it
finally blows in the open air: yeah! you're crying!

Couldn't be better. There's a lot of restraint about
tears, when, where and it they can be allowed. ‘A
private maiter, best to keep them under control’.
Even an explosion of rage is sometimes more
acceplable in public than a sudden weep.

Actually, you can cry everywhere, for any reason
or oceasion. Men have always said "No, don't cry
please, you know | can’t stand fo see you crying”.
They scy they want to jake care of you, they don't
want you to suffer; but often they want you 1o step
hecause your crying moves their fears, fears tha
they are elmost always unprepared to face.

s good 1o cry. it were wrong in any way, they
wouldn't have put fears in our luggage. It con be o
sort of personal counselling, cfernative therapy or
spiritual resecrch, to cry without searching for a
reason why. I¥s a question of practice. If you learn
to cry, it doesn’t weaken you, it doesn't disappoint
you. Crying rids fears from the load of rationalisa-
tion, like a flood that sweeps away the masks and
ail those rational reasons, To cry keeps you in touch
with your own Feelings, those ones that you have
hidden. To be in touch with your feelings is o
source of strength. Then, while they're still Howing,
you can toke o break. Pick up the damp beads of
used tissues, feel the wet on your eyeloshes, as
raindrops on leaves after a summer sform give
clearer eclges to things. And wash your face.

 feel guilty sametimes, wasting fime crying instead
of responding, doing something useful, making me
stronger. But | wonder it { could have passed
through this mental hurricane that an HIY positive
diagnosis means, if | hada't ‘wasted” ofl that time
erying everywhere. Cry for everything, everycne:
don't cry enly for yourself. Cry for your life. You'll
be surprised by the ever improving quality of your
laughter,
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BY NANCY A. CARTER

When | was growing up, & number of the
farms in the area where | fived had
windmills, | was fascinated o watch the wind
move the blades of the windmill arcund. If the
wind was stronger, the blades would move faster.
If there was no wind, the blades wouldn't move at
all. At home, | would take my construction toys and
build windmills. In those days, the toy sefs included
lifle pieces of green cardboard which were to be
used to moke windmill blades. 1 liked to build
windmills and spin the blades around.

I grew up and moved to the city. Alter that, | did
not have ruch occasion to see o think about
windroills. And certoinly | was long past the oge of
building windmills. But something happened in
1982 which brought the image of the windmill
back to my conscicusness. | suspect that image wil
sty with me for the rest of my life because of my
friend Charles.

When we found out Charles had AIDS, not much
wass krown about the disease.... 1 had to moke
aumber of decisions about my relationship with
Charles. | wondered, could | catch AIDS from him?
Should 1 continue 1o let him come 1o my flat every
weekend: and rent time on my word processor as
he had been doing? How would | relate to himé
Today we know thet AIDS cannot be transmitted
theough every day casuol confact such o shaking
hands, hugging, working fogether, or eating
fogether. But | did not know for sure in 1983. No
one did. | was scared.

| was scared because | did not understand about
AIDS. | also was scored for another reason. A 33-
year-old man was dying. 1 was just o year older
than him, People our age are too young to die. So |
had to deal with more than my fear of AIDS -1 had
o deal with my fear of death, including a death
that might happen before | reached old age. AIDS
confronts us with our own mortality.

| knew that Charles was interested in healing and
meditotion. 1 asked if he would like e to do
hedling work with him. He said, "Yes.” The first
jime 1 visited Charles, 1 suggested that he iry to
think of o hedting image to focus upon, one he
could use to counteract his cancer. He had been
diagnosed with Kaposi's sarcoma. For some
people, visudlisation of hedling imagery in conjunc-
tion with medical treatment has helped cancer to go
info remission. That's why | asked Charles o think
of an image. But Charles couldn’t think of one.

| explained therapeutic fouch, a type of laying on of
hands that | would use with him. 1 said that | would
seentre” and work with my hands a litfle bit above
his body. I told him that many people often experi-
enced o warm, tingling sensation, especially in the
area where my hands were. But Charles did not

experience feelings of warmth when | worked with
Lim. Instead, vivid, colourful imagery came to him
in the form of a windmill. He said that the windroill
which appeared fo him was standing on parched
land, but the wind was blowing and the windmill
was drewing up water from beneath the earth and
wass nourishing the dry land. 1told him that the
windmill was his healing image....

Alter the day Charles visualised the windmill, 1

confinued fo do heafing work with him. The next
fime | went fo his apariment, | discovered that he
and his partner David had gone fo o model shop

and bought ¢ kit to build o windmill thai they set up
in their living room. The image of the windmill

faecame very imporlant to us. Most every time { &
worked with Charles, the windmill appeared to him.

Once when 1 visited Charles, his feet were bruised
and coloured blue from bospitat needle injections.
He was in poin and could barely watk to the

bethroom because his feet hurt so much. That day
when | did therapeutic touch on his feet, he
exclaimed, “ can fee! heat! Now | know what you
were falking about.” A few days later, | received a
latter from David, thanking me for the visit, He §
wrote that, after | had worked with Charles, the 1
pain had gone away enough that he had been able - :
to walk cutside 1o caich a cab. That was a smalt

healing, but it was a healing.

One day Charles began fo cough. His sister rushed
him to the hospital. He had contracted pneumo-
cystis carinii pneumenia (PCP). They expecled
Charles to die. Though Chasles lived, 1 said good
bye to him that night. As ! thought of him, | remem-
bered the windmill. As 1 imagined the windmifl, 1
heard the sirong rushing of wind.

Once a person osked me, when they heard | had
done laying on of hands on someone with AIDS, if
the man veas still afive. | said, “No, but he was
healed * The focus of my work vith Charles was
never on preventing his death but on his hedling.
The windmill was @ symbol of his hecling. Charles
soffered with AIDS, but he did not suffer the way
that some do. He had love and he had courage
which sustained him. God was with him. Charles
reached out to friends end friends reached aut o

him.

Chasles remained lucid until the end. And when he
died, his sister and his poriner David were at his
cide. On the front wall, David hung « large
bamboo windmill for dll fo see. Though Charles,
had died, his image of healing lived on.

smitd
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BY PAUL JENKINS

he National Birchgrove Group arose out of the

fellow feeling of four HIV pesitive haemophil-
tacs. We shared a feeling thut care and support for
those with haemaphilic and HIV was sadly lucking.
This may seem a grand frany, for we as a group of
patients are supported, assisted, researched and
analysed to destruction. Yet, still we gazed
enviously at other groups who managed to create
their own caring environment, monaged to gather
with each other in friendship and understanding.

We recognised our own anger and saw it as a
force too powerful o ignore. To begin with, it was
impressive to use it as a weapon of a change, a
flame thrower to torch the opposition, 1o challenge
the well meaning and the wrong. But, it was ofl too
susy o singe each other with unexpected outbursts,
Constant crificisms for those who failed to make
phone calls when they soid they would, who failed
to produce documents when agreed, or who were
seconds late even for o cusual commitment. The
sight of four sick men challenging each other to
greater levels of achievement and even greater
levels of lunacy was like walching the Marx
Brothers descend info chaos and farce.

But when we were good we were magnificent. The
best times were attending high powered meetings.
The four of us trooping into the National Aids Trust,
1o sit around a boardroom table with an agreed
determination. There was the working class voice,
the middle class voice, the bluck veice and the gay
voice. As a feam we were unstoppable.

Nor do | seek 1o undermine our achievements; the
funding and erganisation of national conferences,
discussion documents, position papers, funding
proposals, meefings with other agencies, informa-
tion work, newsletters, specialised information
sheets, and much more, But, there came o point
when we had to remember those who had died, the
sad mathematics of the original 1200. And so the
Birchgrove Project was born, 1200 trees planted to
recognise 1200 haemophiliucs.

The time came when, each for our own reasons, we
were forced to hand over the reigns and responsi-
bilities to others. It is with no surprise that we now
see the new commitiee facing the same challenges,
the same anger and the same conflicts. | hope that
they might, like us, find achievement and construc-
tive effort through the anger and disagreement.

For those of us who have passed on, and can ro
longer fight the Birchgrove fight, our love for each
othee cemaing, Qur commitment o the cause
remains as strong. But the inexorable change has
come, we have moved on to other lives, we have
passed on, not 1o better things, only to greater chal-
fenges aund more passionate futures.
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BY PAUL HOOPER

Hcving a doctor inform me, ot twenty years old,
that 1 was HIV positive was something of a
shock! Even worse was that he couldn't or wouldn't
give me on indication of what my life expectancy
might be. He said, “You've a greafer chance of
winning on the Grand National, or being run over
and killed by a bus, so don't worry.” Telling me
“not fo worry” was like tefling me not to breathe -
it was impossible!

Alfter being given this wonderful news, | felt as
though this was the beginning of the end ~ my fime
was up. | was stilt working ot this time, and my
solution wass to go out every night and get as
stinking drunk os possible. Nothing else mattered; )
was on my way out so why should | care? This
period of depression and gloom, of one drunken
stupor blending into the next, went on for some
fime. My main regret now, is the pain and anguish
that | caused my fumily and friends, whoe did more
thon could be expected in their attempts to support
me.

Alf 1 could do with any regularity was get pissed.
Paople who know me now might ask “So what's
changed?” But there is one crucial difference ~
when | drink these days ¥'m no longer out to kil
myself. One night, in a moment of clarity, § was
sober for a change. | found that | didn’t like the
wary things had turned out so | sat on my bed with
a bottle of DF118' in my hand. | tipped them out
on the blanket and decided to end it ¢ll. Instead, |
started crying my eyes out, staring down af those
tablets, knowing that [ didn't have the fucking balls
to see it through.

By this time, I'd lost my job — ot because d turned
into a drunk, but because of the fact that | wouldn't
admit to my HIV status. They knew 1 was o
haemophiliac and guessed that | might have the
virus. Every time they asked me the quesfion, |
would tell them that { wasn't putting my work mates
at risk. This wasn't enough for them and so | was
sacked. Shortly after that my savings ron out, and
being without a job, 1 no longer had the money |
had once had to spend on booze,

Time passed, and owing to reasons foo complex fo
go into, | met the woman who later became my
wife. Who for some sfrange reason, loves me even
now. When we first met, I'd managed to get over
my initial feslings of depression and self-pity and
things went along smoothly for & while. But this
opfimism didn’t last long. Over the years my
behaviour went from drunken depression to manic
elation and back, wild mood swings that seemed to
go on forever. Even when we'd had o fanfastic day
out, been somewhere that we'd redlly enjoyed, I'd
go from laughter to rage in the blink of an eye, for
no reason at all. To be honest, | think | was cese fo

losing my grip on reality. My wife had to handle alt
my problems by herself, with no one 1o offer her
counselling or support. Eventually, 1 heard of the
Birchgrove Group, and with my wife’s encourage-
ment, | travelled to a self-help weskend they had
organised in London. From that moment on, my
invelvermnent with the group, and with life, has
grown.

It's laken me a long time to redlise that | con't
drown my problems with drink; before, gefting
drunk was my method of coping, especially on
hearing of the death of a friend. Somefimes, it
would be a friend I'd only just found, and to learn
of their deaths seemed so unfair. The closer the
friendship, the harder it was to come to terms with
their death. [ would sit araund thinking, “Am |
next2” or “What the fuck om i siifl doing here?”

When my cousin died two years ago, my feelings
became oll mixed up. | felt so confused and
helpless | went down into the cellar and screamed
ry head off. “Why did you go and die before me?
You never wasted your life or pissed away years in
self-pity. You lived every second to the full. You took
care of yourself, eating good foed, sleeping
properly, reading up on everything you could about
HIV. You didn’t put a foot out of place. So how
come a totat walking fuck-up like me is still
breathing?” Leter, ot his funerdl, | had wanted 1o
celebrate what he had achieved in his life. But
Jooking around the room at all the family, inside afl
| felt was shame at being alive.

JOHN FLETCHER
1579 - 1625

THE DEAD HOST'S WELCOME

Tis late and cold; stir up the fire;
Sit close, and draw the table nigher;
Be merry, and drink wine that's old,
A hearty medicing ‘gainst the cold:

Your beds of wanton down the best,
Where you shall tumble to your rest;
i could wish you wenches oo,
But | am dead, and cannot do.

Call for the best the house may ring,
Sack, white, and claret, let them bring,
And drink apace, while breathe you have;
Youll find but cold drink in the grave;
Plover, Partridge, for your dinner,
And @ cagon for the sinner,

You shall find ready when you're up,
And your horse shalt have his sup:

Welcome, welcome shall fly round,
And 1 shall smile, though underground.

A
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BY CADY KHUDABUX

t starts with Deborah ond me sitting with o glass

of wine, discussing life. Eventually we would
come onto the topic of death. “Well”, | would say,
looking dewy eyed. “l am having to focing my own
death each day, | want to make sure that you will
he OK. By the way, how are you going to cope
when I'm gone?”
our death is going to be difficult. | am geing fo
miss you tereibly. | don't want you to die. But | know
what | said when we first met,” Deborah reflected.
"l accepted the fuct that you were going to die
before me and | want to maoke these moments
fogether the best of times. But things have changed.
i do not want yau to go yet.”

For me this conversation has now become totally
reversed, since my wife has been diagnosed with o
cancer with only pallictive freateent o fook
forward to. | was so angry with everyone at the
fime. | was supposed to be the one dying, not her.
Had | wished this on her2 There were moments,
when | used fo say to myself that it's always worse
for those we leave behind. Maybe that things would
be better it | died belore her, then she would be left
with the pain of grieving. Did | really say those
words or even think them?

This was not according to “the plan”. | might ask
myself, whose plan? Was this my plan or did | think
[ was God? | felt so helpless hecause | could not
control her pain or toke it oway. Being
hoemophiliac, | knew the familiarity of hospitals, it
felt so familior walking down the corridors that
some peop!e used to take me for a doctor, except
when [ wos in o wheelchair! What | could not
handfe was that someone so close to me was iil.
The hospitat corridors didn't seem familiar
anymore, maore like o gﬂunifei of hollow sounds
and echoes that { did not want to hear. | felt scared,

By the time | reached the ward, 'd see my portner
with tubes coming in and going out - watching her
in pain. The enormity of it all would give me the
shudders and at fimes was too much to bear. There
were times when [ would sit clone, not even
wanting to think ar talk to anyone; and yet, getting
that phone call, or having a close friend visiting
me, just gave me that little extra courage fo go on. |
waos living in & mass of contradictions. There were
fimes when i wondered if this wos the beginning of
madness.

#t has been one of the worse times of my life. My
wife sericusly ill, she was the person having to face
death and all | could do wes watch, walch her pain
and be with her. | had become the “Carer”, The
tobles have turned, all my life, | had been taken
core of, by a myriad of people, my parents, nurses,
doctors, pariners. But the thought of becoming
dependent an any of them filled me with horrer,

What would happen if | had become wulnerable,
vhen there may come a fime when no one was
around, Selfish though it may seem, | had no
intention o fake care of anyone, except myself. To
be quite honest, at some points in my life, | am not
sure if | did o good job of that either.

Now it was my turn 1o lake care of my wife. For the
first time in roy life, [ felt helpless and angry ot
someone else being ill. Life was just not fair, | was
the one supposed to become ill. How dare my
partner become ill ~ o some this may be irrational
and selfish. i was as if | were completing the
typical triangle of victim ~ persecutor - rescuer. | felt
helpless and had become the victim of the situation,
the perseculor as | was angry af her for becoming
il and @ rescuer, in this case the “carer”.

As time has passed, | have found the word “carer”
uncomfortable to live with. There was an auvtomatic
expectation that | would fook after my pariner and
that | would know all the answers to the problems.
The trouble was that nobody from the medical
nrofession asked me how | was coping. A district
nurse came and spoke fo Deboruh and thot was the
first and lost fime | ever sow her. As far as the
medics or to be politically correct, “people with
medicat knowledge” were concerned, my pariner
vas their main concern. | had to sit back, with this
stone in my beart, unable to open my mauth to say
how this was all affacting me. There were moments
when  wanted lo say to the whole world T am
miserable”. But that wasn't possible, it wasn't opti-
mistic or positive and so might make things worse.

|, for the first time, when facing the “people with
medical knowledge”, was not the centre of
atfention. This really brought home to me the fact
that as haemophiliacs who are HIV pasitive, we get
the aftention and our partners are just left ouf of the
equation. What happens when they feel scared, not
knowing what questions to ask, even upsefting their
poriners who are not well, or take o course of
action which moy upset them? Is this what our
pariners will experience when we are facing our
own deaths? It was my furn to experience
something that | thought | would never have 1o, |
had made the mistake of saying “never”.

How do we know if our partner is going to become
ill2 My assumption was that Deborah would be
hedlthy for @ long fime to come, but others may die
before us. | may be left with the loneliness and the
need to live to the fullest, The only way | have
coped with this situation called dying is to make the
most of each day that | have with my pariner. So in
one way, things have not changed, 1 can stifl say 7|
want to make these maments together the best of
times.”
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THE USER’S GUIDE TO DEATH

0ver the years, Death hos had a bit of bad press. Is life really so
great that you wont 10 be out when Death comes calling? Don't you

think he sees through that old sending the kids fo the door to tell him

your not in routine? This reluctance to meet with Mr Reaper, or Grim fo

his friends, is based on a series of misconceptions.

Just think about war for instance = most wars are fought in the name of
some God or other, Death has nothing to do with it. He'd rather be
sunning himself on @ Malibu beach than gefiing bogged down in
somehody’s Blitzkrieg. No, poor Death is just the guy they call on to clear
up the mess when everybody’s gone home.

Once you've spent @ litfle fime in his compony, you can begin to see just
how wrong the popular view of Death is. He's really guite an intellectual
guy, aiter all, fook how he beat Max von Sydow ot Chess in The Seventh
Seal. Or how he made time for fun and games with my good friends Bill
and Ted. And have you seen the way he dresses? He was sporling that
neat Gothic look millennia before it became cool. Now of course, every
hip young thing in town is wearing it

But it isn't just his erudition o his fashion sense that's made me warm fo
him; its his sense of understanding. When | was younger | woned fo be
smmorial. Yet § didn’t wani to achieve it through endless hard work, but
simply by not dying. | compared the rewards that life has to offer with
the problems that the dead encounter — like looking for the fight switch or
frying to find the way outt And what if there is no afterlife? A depressing
thought, particutarly for those of us who'd botherex to shave. Then
again, even if there is an ofterlife, how do  find out where it's being
held The only plus side of the death thing that | could see, is that if's one
of ihe other aclivities that you can do lying down.

Well, Death showed me just how wrong | was., We met for @ couple of
drinks and Death explained the way things reatly were. “Think of life, s
just o phase you're going through” he said, “Don’t worry, you'll grow out
of it - eventually”. “But what ohout dying?” | asked, mill it be painful?”
Deaih smiled, “You look ke a man who enjoys a gamble, think of dying
us the biggesi thrill of all. That's why it's soved fill last.” Well, when he
put it that way, | just couldn't waiit to go.

Think of ol the hassle and stress connected with growing up, getting
beaten up by a kid who's smaller then you, being rejected by a
hoyfriend, being rejecled by your girlfriend foo. Worrying it you were
any good in bed, worrying about gefting married and giving birth and
growing old? Who needs it2 Why postpone the inevitable? its only when
your dead that you can really begin to live. Death, lef's be foir, deserves
to have his shot.



