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THE BIRCHGROVE GROUP, P.O. BOX 8, ABE’I‘!LLERY,

WALES NP3 1YD, TEL: 0345 697231

artners or Carers....

ARE INFORMAL CAREGIVERS IMPORTANT IN AIDS CARE?

What do earegivers do?

Informal caregivers of people with AIDS provide practical help and
nursing care at home. They are often the fovers, spouses. fifends, or
family of someane with AIDS and are not professional care providers.
The service they provide is essential to the scope of AIDS care

services and saves soclety greal expense.

AIDS care services in the US have shifted from hospital-based care 1o
community-hased and in-home care. Rising health care costs and
many people’s preference to receive health care, and, when possible,
10 die at home, have driven this trend. The percentage of AIDS deaths
in hospitaly decreased from 929% in 1983 to 574 in 1991, Informal

carcgivers have helped make dhis shift possible.

Caregivers provide practical suppost such as shopping, housekeeping,
and trangportation to clinics, as well as mare basic assistance such as
help with bathing, going 16 the bathroom, and fecding. As syptoms
worsen, earcaivers are also likely to take on more clinical rofes such
as keeping track of medications, giving injections, inserting catheters,
and cleaning wounds. Caregivers often provide front-lne medical and
mentil assesstent, being the first o note changes in health and ©
decide when to go for help. One study found the value of personal
care tasks and housework performed by caregivers equalled a per

capita vilue of over £25,000 a year for caregiving,
Whe are AIDS caregivers?

A national survey found that 3.2% of the entire US adult population
have provided care fo a friend, spouse, relative, or lover with AHDS.
Almogt 34 of caregivers were under 40 years old. Curegiving was

equally distributed across gender, race and cthoic groups among the

general population.

"Traditionally, parents, spouses and adult daughters have been the

caregivers of people with terminal ilnesses. With AIDS, family

members stilk provide care In many cases. However, with gay men, il
is more uften the partners and friends who provide caze, A study of
265 British men with AINS found that 87% had » close friend or

pariner as primuary carcgiver,

What are caregiver burdens?

AIDS is prevalent in young and middle-aged people; ane in every
four new HIY infections occurs in young people under the age of 22.
Caregivers, also, are oflen jn their 208, 30s and 40s. At that age most
peaple are traditionally building relationships and developing careers,
not caring for sick people or preparing for the loss of their partner.

The siress mvolved in this “off~time” caregiving can be enormous.

Unlike professional care providers, informaf caregivers are often on
catl 24-hours o day and are not protected by a limited work day or
professional distance. Muany informal caregivers bave never cared lor
a seriousty HI person, nor have they seen someone dis. Also, care-
givers must tearn skills such s how to give shots or insert catheters,

often under extremicly stressful circumstances.

Many caregivers of AIDS patients are also their sexual partners. This

cont on page 2
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OK,Where do | start.
This will be the first newsletter that has been
produced without the guidiance of our gury Paul
Jenkins who died on January 9th 1997
How can L, a Tad from the streets, step into the
shoes of a man that had 80 much talent, when it
came 1o setling out the newsletler.
T'm also finding it very difficult to foree myself
iato the office to get on with the work.
But knowing that Paul would kick my Ass if he
thought T was giving up on Birchgrove,
1 will do my best to keep this publication to the
high standards,that were set by Paul.
There is a Birchgrove Wales special cdition
which celebrates the life of this man. Copies arc
available from the office.
This Issue is on the very important and often
forgotten subject of Pariners & Carers.

A subject we as positive Haemophiliacs tend 1o

take for granted, Partners & Carers ar¢ the
people who, in lots of cases, (mine mchuded)
keep us on an cven kecl as we navigate our lives
in the company of HIV & AIDS.
We have tried to include a broad spectrum of
thoughts relating to this subject, but we had very
Little feedback Trom the mailshot asking for
articles from you out there.
( I thank those who wrotc }
So 1 have found myself fooking through bits and
pieces and trying fo put them all togethes,
{ would like to thank the Natfonal Carers
Association and NAM for the information they
supplied.
And will finish this with a bope that your all
well and you enijoy this issue of Birchgrove.
Any articles thoughts or vigws you may have on
she subject of Hacmophilia HIV/AIDS, please
send them in for the next issue. Any Funnies
from the women's weekend in Oxford would be
aood. Or even an article on this weekend as
none of us boring men were allowed to attend.
The Next Issue will be on “Safer Sex” Sor the
Heterosexual Couple.

G Lo

National Birchgrove
Dogshody,Sof: a.Secretary,Collator, Editor, and

Convencr.

continued frawm front page

puts them at risk for HIV infection. For HIV-positive
carggivers, discase progression symbolises the loss of
their partner as well as their ows changing health status.
Caregiving also raises the question of who will care for

them when (hey become i,

Informal caregivers may expericnce numbness, compas-
sion Taligne, or burnout from losing multiple friends and
soved ones 1o ALDS, or from caring for someone who has

been iil for 2 very long time,

I some communities there is siill fear and stigma
strrounding F1V discase. [n addition, people greatly
affected by AIDS are often already stigmatised popula-
gions: gay men, Iijection drug users, Categivers may fear
social rejection, loss of jub and/or housing awd way thus
conceal their carcgiving status from tamity, ftiends, and

co-workers.

For women with HIV, having responsivility for children
at hiome may pose a batrier obtaining catcgiving
support for themselves. A sludy of HiV-infeeted mothers
across the US found 46% were the sole caretakers of
children. Onty 309 knew about child care assistance
ervices, and only 8% had contacted thase services.
Caregiving for mothers with IV mast include the
children as well as the sick mather, and address the
welfare of the childien after a parent dies. Agcording (o
one eslimate, there could be over $0,600 ATDS orphans
in the US by the year 20006.

What can be done to help?

Helping ¢uregivers hencfits both the caregiver and the
patient, Professionat climicians can inciude the caregiver
in the “triad of care”-doctos, patient, curegiver-nad N
them in simple medicad procedures to help improve
patient care. Curegivers can benefit from psychological
help {iike support growps) to help them cope with the
emeational rofler coaster involved in caring for a termi-
aally il person, Caregivers may also need support in

grieving the death of a loved one.

Some people may be vasure few 10 act aronnd @ person
with AIDS, or confused aboui the hest wiy 10 show fove
und support, A study of PWAs identificd what they sec a8
freipfut and unbelpfut actions in cacegiving, Helplul
actions included cxpressing love of coneern, acting
naturally, providing an oppostunity for reciprocity and
providing encouragement. Uuhelpful actions included
avoiding interaction, acting embarrassed or ashamed,
breaking confidentiality, and criticising their medical care
decisions, Doctors and ctinieat stalf have an excelient
opportunity for primary and sccondary prevention with
caregivers during medical appointments or hame visits.
Informal caregivees may benefit {from Prevention
cducation and assistance in staying 3 1V-negalive. HIV-
positive carcgivers need information on early trealient

of HIV in order (o stay hesalthier longer.
Cont on Page 3|
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continued from page 2

The UCSF Coping Project, in San Francisco, CAL has
Leen studying the physical and psychological well-being
of gay mule caregivers for over five years. The project
found that while carcgivers experience siress and depres-
sion, they also experience positive {eekings assoctaled
with loving, caring and comforting. To sustain this
positive wcll-iminé, the Coping Projoct suggests three
technigues: define what is personally meaningful and
valued by the caregiver: facilitate intimacy and conversa-
tion between caregivers and their pasiners; and help care-
givers tane in 1o “brict human moments™ that create

positive {eelings.

What’s HIV Daddy

Page 3

Well son, once upon a lime the white man was getting on
wilh his deforestation and his pillaging of the jungle
resourees, as is his wem. When out of the chaos ran a green
monkey. No 1 don’t know why he was green, perliaps he'd
gone mouldy. Anyway, up jumped a hungry African who
thougit, yum, yum, monkeys bum, that looks wsty. So he
grabbed two bread fruit stuck,, them on gither side of the
monkey and ook a bite, he'd made & mookey burger, just
like the burgers he’d seen on his satellite TV, The only thing
wis he’d forgotten to cook it come to think of it, it was

exactiy ke the ones he’d seen on TV,

Well, the African went home and pretey soon, he had sex
with his wife, and then he had sex with a couple of other
peoples wives, Well, it took & few years, but the Alrican
cventuatly bogan to gef sick with a strange wasting disease.
And it was about this tire, that dong came & V.5.0. worker
and ke ad sex with the African’s wife and he had sex with
the other wives, 1 don't think he did vse the missionary
position either! kn his spare tme, not that he got a oy, the
V.5.0. would hang out in a bar in Harare, And one fatetul
day, he was lolling on his high stool, drinking his scventh
daiquiri, when into his life few “patient zero™ « the man
most likely fo. Outside, behind the bins, wham bam, thank
you mam! Well, it stems than patiemt zero was an airtine
steward. So he climbed backed onto his jambo and took oft’
for distant pasts. He wandered up and down the aisle, serving
out the duty frecs, the complementaries and his litle packet
of chopped nuts. En faet, he wandered arosnd most of the gay
bars in the world, a litde bit here, a liutle bit theve and guite @
bit in the middle. It took some time, but evennally the

junkies and the addicts began to share it Toud,

Son, lifes got & fiier system, i you pour muck in at the top.

it can take a very long Hime for it w reach the boltom.

Now patient zevo began o get very sick and nobody knew
what it was Then someone thought, hang on he's not the
otdy gay bloke to gef all these weird diseuses, perhaps

there’s a connection 727

ARE YOU NEW TO CARING ?

hether vou are suddenly throst into a

caring role because of an accident or
sudden illness, or whether you have been
looking after someone for a nomber of years, it
can be hard to know where to start getting the
help that you need. This Article gives a very
brief outline of the kind of issues that you may
like to think about.
Help from social services

You have the right to ask for help for your
relative or friend 1 they are sick or disabled.
This help could inciude a place at a day centre,
home help, adaptations to the home to make it
more suitable, mesls or temporary care af a rosi-
dential or nursing home. The social worker must
take account of your ability to continue caring
when they assess what help is needed. H you
cannot manage any more, they can acrange for a
permanent place in a residential or nursing
home.

A sitter to look after your relative or friend
every 5o aften

Many areas of the couniry now have sitting
schemes to look after your relative or friend, so
that you can have a regular break, some time o
vourself. These are run by social serviges/work
departments, but often they are run by voluntary
organisations.

Benefits

Most disabled people who need a lot of help or
supervision can get either Attendaoce Allowance
if they are over 63 or Disability Living
Allowance if they are younger. It doesa’t matter
ahout their other income or Savings.

If they get one of these allowances, you may be
able to claim a benefit called Invalid Care
Allowance for looking after them, You must be
between | SO5 years old and not earning mare
than £30 per weck,

Even i you can not get Invalid Care Allowance,
perhaps because you are over 63, there may be
other benefits vou can get. I you are on a low
income, vou could get lncome Support, or
Housing Benefit ta help with the rent. Some
carers and disabled people can gel money off
their Council Tax, regardless of their income or
savings. If they are on a low income, they may
nol have 1o pay anything at all.

Ineome Tax

Married men with dependent children whose
wives are severely disabled can get an additional
personal tax alfowance on top of their Married
Couples Allowance, CNA s lobbying to extend

Contivued on Page 4
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NATIONAL CARERS A BETTER DEAL FOR CARLRS i

this tax allowance 0 married women in
gimilar situations,

Spealk to your {ax affice to see if you
qualify.

There ave carers support groups and Carers
National Association {CNA) branches in
many parts of the countty, where carers can
get together 10 discuss their concerns and
meet others in a similar position.

U Some parts of the countey have Carers
O Workers whose job it is 1o support and help

you get the services you need.

Get in touch with Carers Nagional
Association to find out what's happening in
your arca, These arc just some of the things
that might be available to help you with
your caring rofe. You may have other
questions that you want to ask. We're here
10 try and answer themn! Advice &
foformation CNA runs an advice and infor-
mation line for carers on weckday after-
noons between 1 pm-4pm.

d e

You could consider joining Carers National
Association. If you join CNA you will be
adding your voice 1o the thousands of
enrers who already suppott our waork.

For a membership fee of £5 a year you:
Wwill receive information abous caring.

Wil] be sent our magazine The Carer every
other month - to make sure you don’t miss
out on anything new which you might

k2

benelit from. Get a free Cavers Emergency
Card to carry with you - it alerts the
emergency services that there is someonc at
home who needs looking after 1f you have
an accident or are taken ill. Can join a
branch for support and information.

0o

Join a national charity campaigning effec-
""" : tively for your rights. Most recently CNA
Ad steered a private members hill through
Parliament which gives carers legal rights
under the Community Care system. This 18
known as the Carers Recognition &
Services Act.

Sen Carers National Association
The Head Office
PO fouth Pitter House
or P 20/25 Glasshouse Yard
Loadon
RC1A4JS
Tel G171 490 8818

Page 4
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FINDING SOMEONE, WHO CARES ?

s been three years since my diagnosis and

for most of that time I have had to cope with
iliness of one sort or another. My partner has
been a vifal source of support even though I'm
rarely disabled for 24 hours a day I pever
know when I will need help and he has been
there for me whenever I have needed him.
The care and support I have got from elsewhere
has not always been so reliable. 1 have had o
deal with all sorts of professionals and volun-
teers and although some have done more than |
could have hoped, others have let me down.

Finding the right people to support me has not
been easy but it has certainly been worth the
trouble. It’s extraordirary bow some people will
go out of their way to heip you whilst others will
consistentty fail to do what they promise. When
1 first became ill the doctors decided that
beeause | had a past history of drag use wy
problems were psychological and so ended up
reating me like an idiot! Foctunately 1 quickly
tound help elsewhere at the local body positive
group where T was made to feel very welcome -
it was ahsolutcly bloody wonderful to meet
another human being infected with this awful
virtss, I have always been able to ring up or twn
up in whatever kind of mess and be sure of a
caring, rcassuring voicc,

The body positive group didn’t just respond
when I nceded belp, they thought ahead and
made vitaming and information avatlable lor me
on a regular basis. Unfortunately the other local
voluntary group has not always treated me well.
At first there was always someone to say hetlo
and maybe ofter a cup of tea. 1 used to cali in on
my way home from consultations at the hospital,
with my head full of questions and worries. But
after a while everyone was always oo busy to
talk. Af one stage the skin split around my ankle
and walking became alimost impossible, I
phoned up to ask for help in getting & pair of
crutches, but they gave the phone number of the
Red Cross and told me that ] wouid have to pick
them up myself and leave a deposit. Of course 1
couldn’t get there myself and [ didn’( have the
money for the deposit. A nnmber of times T have
been searching for medical information on
AIDS. Most people at this organisation seeimed
(o have very basic knowledge of the medical
side of things and weren't interested in finding
out even when | asked for their help. Knowledge
is empowerlng the more we know the easier it
becomes to talk to doctors and to understand and
cope with living with the virus.

However, one good thing definitely came out of
this organisation - my buddy. The fivst volunteer

I was to be befriended by was totally unsuitable.
i had nothing in common with hin, at all and
couid not understand why hie ad been picked to
be my buddy. After this uncomfortabie start 1
was introduced to Shamsher.

Shamsher is a very, caring non-judgmental and
understanding person and my life in the last year
or 0 would have been impossibly difficult
without her help. We have a ot in common so

we naturally became good friends.

It is important o feel that yoar budﬁy is helping
because they want (o help and not simpty
hecause they want to be a volunteer and very
careful consideration mast be taken when volun-
teers and service users are marched up. Not only
is Shamsher around to give me lifts to the
hospital {even arranging her work hours (o do
%0, at the displeasure of her boss) but she helps
me organise prescriptions, {ilf in all the ridica-
{ous forms, and do alf the things which may not
ordinarily scem like much, but having fo
remernber and organise them when you are il

can be a big hassle.

Shamsher calls me regularty, at least four times a
week, (0 make sure things are QK. Jt's a aice
feeling knowing that within a day or so [ will
see her and that i£ 1 do have problems, ro matter
what they are, she will wy (o help, alt in all
making my life a lol easier.

Shamsher has always belicved in ne, which is
very impostant to me, and helped me fight the
prejudice 1 have encountered from various health
professionads in the statutory and voluntary
sector. She lends e any literature she comes
across and is like a partner in my quest to obtain
information about the virus.

[ was totally independent before 1 became il}
with HIV. Since that time I have been constantly
asking for help which [ find very demeaning, so
having sumeone there to act as my advecate his
made 2 ot of difference and 1 spend much less
time worrying about having HIV and more time
Jearning {in my own rather sfow way) about how
1o live with it So one good thing about having
HIV is that it led g0 my meeting Shamsher. |
don’t think 1 have ever met anyone s0 sciFlessly
caring for others, ["'m o prowd to have Shamsher
as my Friend and very lucky 1o have her as my
buddy.
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FLISARBETH ¢ § STORY

My family doesn’t £it any of the stereotypes
often associated with HIV. Our risk factor was
having boys with hmemophilia who got HIV
from their treatment. They were small when we,
found out, and they were happy, healthy Little

boys who went to school like everyone clse.

[ felt nomb to start with, and then depressed.
Helping them to feel cood about themselves in
spite of severc haemophilia was hard enough,
but the additional energy 1 nceded to keep
positive with such a death semtence hanging over
us scemed almost fimpossible. My partner and 1
found it difficult to talk about, probably because
we were both hurting too much.

i got most suppott from other mothers in the
same position, although at first we were all very
wary of burdening cach other. When we Tound
{hat it was safe 1o talk openly we explored the
pain of anticipating suffering with losing, and
burying our sons. There were lots of tears, Tots
of heartache and every day we had them became
more precious and important. But there was uo
support group for my partner - he had nowhere
to go to unburden his feclings. And thal created
disficoties for our relationship, because we Were
always at different stages of the adjustment
process.

1 have come to regard fiving with HIV as a
challenge and T do cverylhing T can to keep them
healthy and to enable them to {eel positives 16
really believe that there way be a nornat life
ahead. I cope by keeping myself very well
informed and by getting support from a wide
range ol friends. T worry about burdening any
individual too much, Twelve years on we &%
doitsg well,

But doing well doesn’t stop the anxiety when
blood-test time comes round again, of when the
cough won't respond to medicines, of HOW that
they start showing interest in girls. And 1 oflen
feel incredibly Jonely.

Because the boys were smadl when we first
found that they were positive the information
seemed to belong to us and we told a 1ot of
people - close farnily, friends and the QrowH-ups
in our church, Everyone was sad, but very
suppottive and they have loved and cared for all
of us in the same way as they had always done,
But there were people [ couldn’t tell, and 5 , I've
found it impossible to keep a secret.

We told the boys that they had Y swhen they
were 10 years old. They already knew what HLV
wis and how it is passed on.. Although it was @
surprise they were more interested in how it
would affect their ives tmmediately than in
anything tonger-tetm. Now they are otder itis
difficuit for us to own Lip o the fact that we told
a lot of peopte. They just wantto keep it a secret
so that their {friends with continue Lo treat them
the same as cveryone else. It will be very nard
for them to decide when 1o tel} a girlf viend -
should they do it carly on so that they don’t get
involved with someone who can't handle i1 Or
shotld they leave it til} Jater and risk being

rejected by someane they care about deeply?

In some ways HIV hag brought us closer - a8 &
family, and with the friends who have sharcd our
davker moments. There is 4 poignancy and
tenderness about sharing difficult experiences
which makes relationships sweeter and tife
worthwhile, We talk honesty about our fears
and the things which make us feel vulnerable
and we always Know that we can expect jove,
commitment and respect from each other, We
can, wogether, cope with ﬂuings that seens LNpos-
sible ajone. And there are 50 many waonderful
memories, more and more 48 each day goes by
As Gibran says “The deeper sorrdw has carved

into your being, the more joy you ci contain.’

DISCLAIMER

As usual, the views cxpressed in cach
of the articles are those of the incli-
vidual authors, and not necessarily
those of the Birchgrove Group.
“BIRCHOROVE? is published by:
The Birchgrove Group,

PO Box 9, Abertillery, Gwent NP3 IYD.

Tel: (0345) 657231 (Helpline)

(01222) 387960 Adminisiration

LEditor, Gareth Lewis ,




CARING FOR CHILDREN
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HOW 17177

f yon do have children, it is important to think

about the many ways in which their lives could
be affected by your diagnosis, Even if you are
completely heaithy, it is best fo plan early for any
possible changes in your health or circunsstances.
There may be times when your chikdren need
einergency care, bul you also need to think about
respite care (Le. when you need a rest), short term
care and Jong term carc, You may have support from
family or friends 10 plan for these times without
professional help, but getting the input of a specialist
child worker can be useful in thinking through all the
implications, Whenever possible and appropriate the
child should also be involved in the process of
planning for times of special need.

Many people want a strong relationship to develop
between the carer and their children so that if the
carer does need to take over it s tess traumatic for the
children. The choices you have of possible carers for
your children inchide the rest of your fwnily at home,
other family or friends, local authority carers and
adoption. Many people turn fiest to the help which is
closest to them amongst their family and friends. This
will normally be the best choice for the children as it
reduces the distuption and change in their lives. The
carer may be able to get extra support from Social
Services ,

Many pavents ave worried that approaching Social
Services will result in their child being taken away,
whereas in fact the Jegal duty of sociak workers is to
‘promote the upbringiag of chiklren within their own
Family, by providing u range and level of services
appropriate 1o those childres's needs.” Social serviess
nay be essential o you in providing {oster carers for
shorl or Jong periods. Planning ahead and thinking
about the needs of your children in the long tenm
gives you the opportunity 1o get advice which is
appropriate to your needs, As well as social services
you may find that there are other local or natjonal

organisations - such as Barnardos - which ¢an help.
Pregnancy

If you're thinking ol gelting pregnant you may
encounter attitudes suggesting this is wrong.
However, the choice of whether or not to have
children is an individual ane and should ahways be
mae by the woman (and her partner) based on vp-to-
date information.

Having a child is a life~changing decision, whether or
nol you have HIV. So take time to think abow all the
advantages and disadvantages. You need to consider
whether vou will have the the strength and resources
w care for a chikl.

Minimising the risk

I you decide to have a baby there is ot average a 6 in

7 chance that the child will not be infected with HIV,
It is not clear how g child becomes infected,
Remember that a foctus begins ns a single cell and
develops 4 completely independent blood circulation

from its mother.

However if you have been il or your CDH count is
low, the risk of the child being infected is higher and u

pregnancy ean damage your health,

If you want to conceive with a male partuer who is
regative one option is artificial insewmination: getting
your pariner to produce some sperm which you then
insert, If you are the wale partner and your partner is
negative, you coutd consider mtificial insemination by
denor. I you are going to fuck, you should do this
during ovuiation. Your health during pregnancy is
very important and youw may need to take extra
supplements such as vitamin A, Get advice from a

dietitian fiest,

Childbirth itself is a likely time for infection to
happen and because of this your doctor may suggest
that the baby be delivered by caesarean section.
Although there is alwuys a danger in taking « general
anagesthetic this is & relutively sale procedure,
Nonetheless it 13 o difficult choice whatever you
decide, your choice should he respected.

There is also arisk of infection during breast-feeding
so this should be avoided il possible. This may be
difficult if breast feeding is important 10 you for
cultural reasons. Research has shown that taking AZT
before, during and afler prognascy can significantly
reduce the risk of your child getting infected.
However this is stil not well understood and there are
many polential problems in doing this, In particuiar,
taking AZT early may scriously affect your own

treasnient options should you get il

The other main problem is side effects. Because the
usc of the drug during pregnancy is relatively new, we
do not know if there are any long tenn side effects to
your baby. However there is no evidence that the drug
causes abnormalities during pregnancy - the nunsber
of bisth defects found in children whose mothers took

AZT is vo different feom the general pupuiation.

After a child is borm it may have HIV antibodies from
its mnother. It may take many months before you will
know whether or not she or he also has HEV,
Decisions about parenting are always complex, but
they are far more so when HIV is involved, One of
the best places to seek advice in the first place may be
the health adviser at your clinie, 1 you don’t get a
good response, contiet an HIV/AIDS organisution

which provides scrvices {or women




e

Page 8

COPING

What te Expect Now that Your Friend Is Sick

here are some events and experiences thai

almost all carer share, some characteris-
tics and attitudes that you, too, will mrost fikely
develop. These are part of the definition of a
carer or caring friend.

A Feeling of Urgency

As a carer, your sense of time and urgency will
undoubtedly speed up. Often, when s is all
very new, you may feel that you have put your
fife on hold for the duration of your friend’s
illness This may be troubling to you for a variety
of reasons. You may actually feel that you are
waiting for the day when you can begin to live
your own life again. Then one day it will
probably occur 1o you, as it has to many others,
“What am 1 waiting for? If I am waiting for
something, then I must be wailing for my friend
to die.” This is 2 normal response, and the guilt
vou may feel is naturai, too.

Once the initial crisis of an AIDS diagnosis or
opportunistic infection has passed, youw'l} come
to realise that your friend may live for quite
some time, and may go months, if not years,
between serious illnesses. Although not a ¢ure,
e use of AZT and other medications has been
clearly shown to delay the enset of symptoms in
many individuals, People with AIDS are living
Jonger and better Hives than was the case earhier
in the epidemic. Most jikely, you will find
yourself working to turn the time you spend with
your friend iuto a posilive and fulfiling experi-
ence. Once you get past the attitude of “1 am
doing all I can to help you tive, but T will never
be free until you dic,” you'll find yoursctf and
your {riend very meh alive.

Stilt, you should cach acknowledge the
enormous siress that faces you and hegin to
Jearn to “live for each day.” Althiongh it may
sound simplistic, a slogan like that can be
helpful.

Tom explains how he and his longtime lover,
Mar, who is infected witht HIV, learned to took
beyond the immediate future. *Because Mart and
I both had been so sure it was going (o be a
quick, dismal, dreary end, cach day that we had
each pood thing that happened @y ts-—we
becaine aware of. Tt was a gift. Fach additional
day and joyful experience was a bonus that we
hadn 't expected to have. Therefore, we valued it
even more. And do you know what? We were
wrong. We had a lot of fime,”

Giving Basic Care

As a carer, you will find yourself providing
practical as well as emotional and spiritual
support. You wilt sua errands, wash clothes,
cook meals, change sheots, take temperatures,
dress sores, keep company, and wake up in the
night to give medicine. The list is traly cndiess.
Usually, you wilt do all this while you contifise
with your own life: going to work, paying the
bills, taking care of the children.

Hugh and John, both in their late thirties, went
through draslic changes as John becane sicker,
first with chronic dimthoea, then with other
infections. HughJohn's lover, & contyaclor,
describes his tife this way: “The first few
months that Joha was sick, T just didn't believe
it. 1 mean, what do you do? {t was like every
conceivable problem in the world was there. 1
gol a big Job renovating a kitchen, and 1 was
trying to do all the work myself so I could make
more mwoney. Meanwhite, I golup at six and
made breakfast every morning for the both of us,
then went 1o work, ran home to make John
tunch, and ran back to work. S0 natarally, every-
thing got all screwed up and I lost the job. Al
one pointJohn owed two months’ back rent. !
owed a month’s rent. T eold Jobn everything was

taken care of.”

Suzanne, meanwhile, went from “zero 10 sixty”
in no time when it came to taking care of her
daughter Michelle. But there was 4 price to pay.
“ don’t know how much of it was that I dide’t
want 10 think. I was constantly running.
Anything she wanted, I ran for, Bven when [ was
visiting her in the hospital, I was rupping to
Sixth Avenue, Seventh Avemie. ‘S0 you want 4
grape, 0o problem.” sSemehow, 1 think running
that fast is also running away from what’s
happening. It's too large a problem to really

. "
digest.

Why Tuking Care of Someone with AIDS Is
Different

Being a carer of someone with AIDS is a vastly
different experience from being the primary
carer of someone with any other devastating
iiness, such as cancer or Alzheimer’s discase.
Carer and friends of people with AIDS
encounter a great many painful and difficalt

circumstances that make this itlness uniue.
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PREGNANCY TESTING FOR WOMEN

seminar was held on November 11th 1996

by the women and HIV/AIDS Network at
which Wendy Simpson and Fiona Boyd
presented details of the research study now in
progress at simpson’s Memorial Pavilion
Edinburgh.
The study has been set up in responsce o
Departinent of Health Gaidelines which
recommend that HIV testing should be offered
on a voluntary named basis to ail women in
areas of high HIV prevalence. Edinburgh is one
such area, where the incidence of HIV infection
in pregnant women, although now falling, has
been on average | in 660 between 1990 and
1994, This recommendation has arisen from
recent developments in the understanding of
HIV and the effectiveness of therapies available
(o reduce the risk of mother to child transmis-
sion.
However, there are no clear answers from
previous research as to how we should offer the
HIV test in 2 way which allows women to make
an informed choice about testing without
causing undue anxtety. This study, whick is
funded by the NHS Executive, is preparing
different methods of offering HIV testing to
3,000 pregnant women with the aim of finding
the mast acceptable method.

The study is addressing the
following questions:

I What is the effect of different ways of
testing on :
¢ uptake rates
¢ psychological impact after booking
¢ longer term psychological impact

2 Are pregnant women in favour of HIV
testing in pregnancy ?

3 How do pregnant women think HIV
testing should be offered ?

4 Does the midwife have an effect on
uptake and psychological impact ?

5 Do age and socio-economic variables
have an effect on uptake ?

6 What is the detection rate of HIV
positive women for cach of the
methods ?

Alt women booking in the hospital are randomiy
allocated to one of Tive intervention groups.
They are sent one of twe different types of
leaflet - a special leaflet about HIV testing in
pregnancy or a leallel containing information
about HIV testing amongst the other antenatal
blood tests. At the clinie~ they are given ong of
two different levels of pre-test counselling by
the midwife - minimal or comprehensive. One
group are not offered the test directly by the
midwife, but are informed that the test is
available if they want to ask for it. It is made
¢lear to all women that they do not have to
participate in the study if they do not want to,
but if they do participate, they have a choice
about whether (o take the HIV test or not, The
information leaflets were developed over some
period of time, getting fecdback from many
relevant professionals including health
promotion officers, midwives and health
psychologists and were tested with a group of
pregnant women. The counsetling protocols
were also developed with professional help and
were modified on the basis of the midwives’

experience.

Data on whether women accept HIV testing is
being collected and self-complete questionnaires
for the pregnant women are being used to coflect
data on anxiety, satisfaction, knowledge and
attitudes towards testing. Home interviews are
also being carried out 1o explore the women’s
feelings in more depth. Using all the data
collected on uptake of testing and the various
aspeets of women’s feelings, the results will be
able to inform future policy on how testing
should be offered. The study is due to finish in
February 1997,

For further information about the
study contact either Wendy Simpson
or Fiona Boyd,

Department of Obstetrics and
Gynaecology, Centre for Reproductive
Biology, the university of Edinburgh,

37 Chalmers Street, Edinburgh EH3
SEW (tel: 0131 536 3213)
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DANIEL, MY SON
AMELIA LONDON

1 read that word—saw it in print. It was the most
devastating moment of my tife. The tears came, |
cereamed. 1 cried. ¥ prayed. T was in pain and i
was alone. Waves of nausea came 0ver me.
Sleep did not come until much, much later.

I would have gladly exchanged my fife for his,
but that was not {0 be. My son was dying. Every
emotion known came through me. kL was angry
and frightened, feeling guilty and trapped and
petrayed. 1 have heard that some parents directed
these feclings toward their son. That I don't
understand: My love for Danicl was the one
constant emotion § could rely on at that fime.

Idid not stop loving my son; T drew closer 10
hi. While he was still in the hospital, he asked
his two brothers and me to come in to have the
doctor tatk 1o us about this discase: We knew so
little about AIDS. It was heartbreaking for il of
us. but his brothers were extremely supportive as
were their wives and grown children. Rather
than causing the faniily to run, the discase
caused us to Yove Danicl and each other even
more,

On his return home, we worked together on his
dict and general health care. We fad received
instructions from the hospital before Daniel was
discharged, as well s information about the
various agencies we could tap, social workers,
legal matters, and so on.

S0 my son came home (O the room he had had
since he was six years old, here ta live for the
short time he had left in this dife. I thanked God
each day that T was able to care for him, for in
this time we got reaguainted.

I got to know Danie] as an adult and not the
tittle boy that 1 sent off to school every morming.
That is not to say that there wer¢ not rough
spots: Each of us had a period of adjusting.

Daniel had been living independently in another
city for several years: Being dependent on Mom,
again, wasn't easy for him. In the meantime, 1
had been living alone in my own home and had
beecome independent as well: Living with my
san again wasn’t easy for me!

We cooperated with each other in every respeet
as far as his illness was concerned. However, we
would have a little spat every now and then and
pout around for an hour or s0; then things would
stavt flowing in the normal manner. | think we
were normal in this,

When he came home from the hospital, he was
frail and weak, but as time passed he grew
stronger and gained weight. tn fact, he jooked

cont on page 11 >

better than he had in years! It was easy (© forget
that he had AIDS; it was a relief to have hope.
Ag the months passed, Danicl grew weaker. He
spent more time at home aud we had more 1ime
together.

o e

Though there were stretches of grief and pain, ]
do not think of aur time together as negative.
My son had a unique sensc of humour and a way
ol expressing himself that ribbed off on all of
us, even his dog, who Keeps my spirits up today
with her comedy. We laughed a lot over smiall
things.

Then one day, he was hurting so very mueh, And ;
he looked up and said, =111 1ell you onc thing: §
T'll never go through this again.” He thought
about what he had said, and then added wryly,
Guess I'lF never have the chance!

We had much time to talk; we grew clase as
mother and son and confidant. He beeame more
spiritual as time went by. He openty talked of
this and 1 was ghad,

| did not press my beliefs on him for fear that
it would hold him back or make him think that §
was making some sort of judgment. 1 loved him
100 much to judge aud, oh God, he was dying!

There are times in the middie of the pain when
the only thing to do is laugh, Sometimes it
scems fike black humaout; but it was choice of
laughing or crying, and I cried enough as it was.
Toward the very end, when bis health started 10
deteriorate rapidly, Daniel was unable to lilt
himself from the bed.

He had always taken care of his own medication,
but ke was aiso becoming fosgetful. | asked him
whether he would like me to count it out for
him.

Danic) hatf-tifted one hand and pointed a weak,
shaky finger at me and said, “Don’t you stari
reating me tike an invalig!” He had greal pride
and was concerned about losing his faculties.

My heart went out to him. About this time, he
could hardly swallow his food: Sometimes it
rook two hours to eat a meal. How 1 suffered for
him and with him!

1 wasn'C ready for this kind of thing to bappen
and it was heartrending for me. Bug, all through
the iliness the most unexpeeted ilings happened.
Al the beginning, 8 yousg woman had been sent
out by one of the agencies on & enporary
agsignment.

She was wonder{ul and she and Danicl grew to
Tike each other a tot. Bven after her assigninent
was over, she came by daily. But at some point,
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continued from Page 10

it got out of hand: She fell in love with Danicl,
knowing that he was dying and knowing his
Tifestyle! That created a lot of problems that no
one knew how to handle. Also unexpected was
the fact that Danicl’s two closest, life long
friends absolutety deserted him when they
learned he had AIDS, Daniet was crushed and

there was nothing 1 could do.

Whether it was their foar of geiting the disease

or seme other reason, 1 don’t know. But the pain
it caused was almost unforgivable, If there is one
lesson you learn from reading this, fet it be here:
Don’t desert the people who love you when they

need you !

There were (imes when he was in the very
depths of despair, especially at wght. He would
play very soft music and listen for hours with his
lights dimmed. He would sit witl his knees up
and with his head resting on his arms, almost in
a fetal position. When T wenl in and saw him, 1
wauld quictly walk out, This was a tine of
prayer and meditation for him, but it was a

hearthreaking pictare for me.

My iast conversation with Daniel is a memory 1
will geasure forever, He wag in pain, he was
hurting, but he wanted to talk. I sat in the chair

beside his bed,
We talked about many things.

He wanted me 10 know how much he appreci-
ated and thanked me for caring for him, His one
great concern was how I was going 1o make it
after he was gone. [ tried to let him know that
caring lor him at this time was a privilege for

me, that T would not have it any other way.

I tried to tell him that my life would change and
frave new meaning for me-—-end it has! He gave
me so much.tlt scems as if we covered every

facet of his life that night,

Through this part of it, three months after
Daniel’s death, my one consolation is that one

sentence, “Mother, T'l1 be waiting for you.”

A'TO Z OF COMPLEMENTARY
THERAPIES

Mauy people with HIV have used comple-
mentary and alternative therapies to help
themn  improve their well-being, relieve
symptoms and stress, and stay healthy, Yet if you
were to ask all the doctors treating people living
with HIV what alternative or complementary
therapies they would recommend, you would get
as many answers as there ave doctors. Although
complementary and alternative therapies are
widely t used by people with HIV there I
remains a lot of misunderstanding about how
usefal they are. It’s worth finding out as.much
as you can about any therapy you are interested
in. For most people, other therapies are comple-
ntentary to conventional medicine - Le. they may
be helpful additions but do not replace their
clinieal care. However many therapies claim to
be completely alternative ways of understanding
our health and illness, and the language used
reflects this.

Choosing and using a therapy

There are many possible benefits that ditferent
therapies may offer: Stress reduction and
improved mental health many forms of
complementary therapy are excellent ways of
reducing stress and often have knock-on benefits
sucls as increased sense of well-being and a greater
setse of contral ever your lite.

No single therapy is going to do all of this for you.
And you may find that you get very little benefit
{rom any therapy.

Starting some therapics may mean that you have
to make big changes in your life.

Finding « practitioner

Most practitioners of coniplementary or alteraative
therapy will not see many people with HIV. So it
can be hard finding somcone who you are
confident understands your sitaation well, 1t's
worth asking the following questions: What is the
greatment you offer and how can it benefit me?
Different practitioners may approach the same
therapy in very different ways. Amazing claims
should make you very wary.

What is your experience of treating people with
HIV or AIDS? Get an independent reference if
you can.

How much do you charge and do you have a
concessionary scheme? You shouldn’t be charged
more than a maximum of £50-£60 for an initial
consultation.

Acupunctyre

This is part of Teaditional Chinese Maedicine (see
below). It involves the insertion of fine needles
into different points in the body to improve the
flow of energy. This is normally a painless
process. I is a good way of coping with fatigue
and stress and for a short while afier the reatment
you may feel very sleepy. It is also widely used to
reduce pain,

Continued on Page 14
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A PARTNERS THOUGHTS

May ¥ start by thanking you afl for providing
an futeresting, refevant and very informative
journsl. It is one of very few things which provides
support and the knowledge fhat other people are
onf there who understand and who are prepared to
speak out, In response to your reguest for an article
from carers, I fall into that category and therefore
am writing te you with my experiences. Please feel
free to transeript it as Pm unsure if the finished
product will be article worthy, but know one has
asked me to write down how I feel and it scemed to
good an opportunity to pass on ] would prefer my
name and address not fo be used if you wish to use
any of my letfer,

[ met my partner seven years ago whilst still a student
and found out about his HIV status from a muatual
friend, | started seeing him six years ago. Moved in
five and a half yomrs ago and we marricd in hme
1992. 1 think it is fair 1o say we have been happily

married ever sigec !

We recently learnt my pariner had been infected
around 1981/82 but My puartner was not told antil
1993, and ondy then beeause he asked to know, There
reasoning was he was (o yousg to cope, yet be was 18
years old and in a relationship. Being one of the first
has never been easy as no one had any answers or
experience. Our first contact with a counsellor told us
that, “My partner mighs be around in two years but
I'd be very surprised if | saw him in ten years lime.”
Not very supporiive and whotly devoid of empathy,
the same person 4dlso told us we would be quite safe
have unprotected sex for a year before [ became
infectcd. Fortunately we knew different. The one time
we did via a condom sphitting turned me a funny
colour yellow with Hep B, and thank goodness that
was all. It is difficult o not Hst lots of negative
comments, bui T will reach the positive opes at the

end.

Since support has inproved. My partnes’s first
admission was dreadful, with our fwo nearest
hospitals refusing to tread on cach others toes by
admiteing him. One deals with the HIV problems and
the ather with Haemophilia, and after two weeks of
nursig at home My partner ended up in the
Haemophilia onc, as i*m sure you can imagine
brought it's share of problems. Apparently this had
never arisen before - the trials of being the first. Owr
Consultant on the HIV side is super, as are the whole
tea: inclading the only counsellor who has cver
helped me, @ health visitor there. She sits and listens
and oceasionally makes constructive remarks, or tells
me 1'm not mad whieh is most comforting,

At present, My partmer is (Fairly) wall but has o rip
roaring bad cough which sends us both loopy, This is
once of my largest arcas of guilt at present as | know
full welt the cough is not My partuer's fauie. 1t does

not stop it being annoying. He has gone through

phases of night sweats, no appetite, bizarre fungal

!

arowihs, bizarre chest infections, equally bizarre sinas

and ear infections but keeps smiling. Due 1o good

home management he has been out of hospital (touch

wood) for two years, He has recemly changed

medication (shame we can't bse the new protease

{
H
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H

medication) which scems to have helped, and now has
3TC with AZT. he also takes 1000 mg Vitamin C a
day in reference to an earlier Birchgrove article.
We're not sure which is helping the most ! I hate the

high toxicity of these drags but we've never looked

into full blows aliernatives. Why 1s HIV so different
in Hagmophitiaes 7 there's another guestion. Why
can’t we drink our tap water without worrying 7 was
one of my more recent questions. This came at a
difficult tme for us and seemed the {inal insalt untit

we forgot anyone had ever told us and coped that way.

Tevor other things | ravely look dircetly in the eye
because il huris ave religion and clildren. [am not
religious and have no firm beliefs in much other than
[ love my life when My pariner is well. T wish 1 had
sometimes. And, I do wam children, and I have not
yet found a strategy for coping with that. So 1 get
overwhelmed,angry bitter,guilty and occasionally
hysterical. But there are positive’s. My partner is
happy on the whole, excepl when Forest 1ose,
%mmenscly happy against lots of odds and my priori-
tics have changed. I like now appreciate now, and [ do
rotl think I miss that now iU's gone.” Every day is
appreciated for what it is, a day together which we
invariably fiil with fun things and pigale. We have
wondesfid fricads, people who suppart us through
thick and thin, which certainly keeps me going. And
we have wonderful family, My pareats bave rudlied
and are there when 1 thought they would disappear
when 1 told them ewo years ago. H has changed our
selationship for the better. And, since My partner
finished work we've got a small scruffy dog who is
brill . My perspective of life has changed for the

hetter.

T could go on forever | but the main paints and obser-
vatons are here, not as deep or individual as they
nright be but that would take chapters, And it is hard
to put your innermost feelings onto paper, I rarely do

that in my own head.

Thasnk you for calling me 3 very special category !
Keep up the good wark as they say,

Yours,

A Partner



HE DESERVED BETTER THAN THAT.
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was 21 years old when we mei, he was older than
Ime. He told me that he had Hacmaophifia and, being
a nurse 1 understood what that meant. You den’t
reaily” he said. He was reluetant to get married until 1
nnderstood all the implications . it wouldn’t be a
spormal’, ordinary life. He was right!

When we married there was no getting away - no break
from being a full-iime carer 1y w carer at work and o
carer af home. He wasit’t it or incapacitaied all the time
but there were lots of jobs he just cauldn 't physically do.
Little things like moving furniture or getiing down on the
floor caused a knee of etbow Bleed. He got frustrated at
himself, T ahways had to fend a hand or two. I could never
get on with any own Jjobs. I moved paving stones, bricks,
built fences, walls, and terraced a garden. He was angry
and frustrated that e had to wait for me to come home
fram work before he cowld start jobs. Me [ was just
Fnackered! He was helpful though - he wonld iron and
cook but unfortunately the washing rmachine always
remuined e mystery (o fim.

Despite all the problems we were happy and felt we had a
goad life. Haemophilia however dominated both eur lives.
Social events and outings were often cancelled af short
notice due to g beed. Whenever we booked a holiday he
was abways il or inunobile, I the end we stopped booking
and just went on the spr of the moment, If e was Ji
enaugh. Often we had 1o come home afier one or two days
the longest we managed was five days - we never travelled
abroad One spring we weaf te the Lake District we had
only been there an four when T had to ving friends to bring
ws home - a knee bleed that required a weeks bed rest,
Thank God for understanding Jriends, A lor of friends
however didnt know he had Haemophilic The lies we
told, the excuses we made. fi was hard work Hying with the
lics. renembering whe we had told what!

We managed, we got through the visits to the hospital -
three or four times @ week before heme treament. We gal
through the hospital admissions Jor elbow bleeds, knce
bleeds, ankle bleeds, musele bleeds and an internal bleed
that nearly kitled him. We lived through the days confined
(o the house, the days spent in bed or on the setee
immobile due 1o a bleed or arthritis, We coped with his
frustration and borvedom, of heing siuck indoors for days
on end We were doing alf right then along came HIV.

Thinking back T can't sensember the date wher we found
ol that he was HIV positive, He was nof best pleased! !
Not as mueh was known about HIV in those early days - it
cven had different initiafs! We went along to all the
mectings w0 find out s wuch a5 we coudd. We weren o
worried at first. things werent thar b3d. I doesn’t affect
Haemaphiliacs tike it has affected homosexuals™ we were
tokd. {15 safe to continue fo have sexi! Suddenly that
changed * Don't have sex at all” we were 1ofd “Wash his
clothes and erockery separately - disinfeer! ™ “Siff that”
he said 1 washed our clothes amd crockery together, we
wsed comdoms, He no longer allewed me 1o give lim
treatment when he couldt manage 1o du i1 himsell - we

went along to the hospital.

He didnt want any treatment for HIV which af the thne

CONT ON PAGE 18
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Arpmatherapy

This uses essential oils which have been
extracted from plants. Each oil is supposed to
have a different healing effect on the mind ot
body, and can be directly inbaled or used with
massage or in baths. Aromatherapy can be an
excellent way of treating stress and tension pains
and encouraging relaxation. Some oils can be
toxie if used wrongly, so seeing a qualified
aromiatherapist is recommended.

Bach. flower remedies

These are harmless, inexpensive remedies
available from many wholefood shops. They are
derived from wild flowers and claim a wide
range of calming and restoring powers.

Dietary therapies

Diet is important in most complementary and
alternative therapies, but there are specific diets
which ¢laim to improve health and immunity.
These include macrobiotic diets, anti-candida
diets and organic, raw and whole food diets. All
may have advantages, but changing your whole
diet at once can be very difficult, and it you are
ill it may not be wise as you will need extra
calories and proteins. See a dietitian before
making any major changes.

Exercise and movement

T ai chi, yoga and alexander technigue are
examples of disciplines which may help calm
your mind, body and spirit, However, any form
ol exercise is worth doing as imaintaining your
muscle mass will help you fight infection.
Healing and therapeutie fouch

Thete are many forms of healing through touch
including spiritualist traditions, secular
therapeutic touch and Reiki. All seek to
encourage healing through one person acting as
a channel for enesgy to flow into another, The
results may include improvements in mentai and
physical health and greater relaxation.

Herbalism

This is an ancient form of medicine which uses
plants and herbs to maintain health, treat iliness
and promote healing. Herbal treatments are often
used effectively for less serious illnesses, such as
tea tree oil or garlic for some fungal infections,
sage for night sweats, slippery elm for relieving
diarrhoea and thuya for warts. Bad reactions can
oceur, $0 you should try and see a gualified
herbalist.

Homoeopathy

I homoeopathy, minute traces of a substance
that would normally cause illness are used to
treat the same illness. Symploms are not
sepressed but encouraged as they are seen as the
body’s way of healing itsell, and homocopathic
remedics are highly twned 1o cach individnal.
Homocopaths understand AIDS in different
ways: some abm 1o treat particular ijlnesses in
the way just described, others think that the

causes of the immune damage nced to treated.
However, all homoeopaths will be as interested
in your emotional symptoms as in your physical
symptoms.

Hypnotherapy

The trance-like state created by a hypnotist
opens the mind o suggestion which can reduce
symptoms and help with psychological
treatment. By reducing stress and pain it can be
helpful in improving all-ronnd quality of life.
However this is a therapy where gefting a
reputable practitioner is essential,

Massage

This is onc of the simplest and most popular
therapics, widely availabie to people with HIV
through HIV organisations and drop-in centres.
It is an excellent way of reducing siress and
increasing well-being. There are many different
sorts of massage, some of which give more
emphasis (¢ the emotional healing involved.
Reflexology

Reflexologists treat the bottom of your feet as a
map of your body, and by massaging specific
arcas can irnprove the health of other parts of
your body. Reflexology may offer relief for
specific problems as well as reducing stress and
even strengthening immune function.

Shiatsu

This is 4 combination of massage and
acupuncture, where pressure is applied to
healing points on the body, improving the ffow
of blood and energy and increasing vitality. It is
an effective treatment for stress, anxiety and
related conditions such as insomnia. 1t has also
peen used in treating nausea and other common
Sy MpLoms.

Traditional Chinese medicine (TCM)

This is a whole world of medicine in itsell
which uses concepts, language and methods
which are completely different from Western
medicine, The main elements are i gong,
acupuncture {see above), and herbal remedies.
0i gong and acupunciure both focus on the
balance of energies, ‘qi’, in the body, Chinese
herbal medicines are thousands of years old, and
they work by strengthening the body’s immunity
rather than by attacking an infection, Many
people Hiving with HIV have benefited from
TCM, but if you are interested you should see a
good practitioner as side-effects are possible.
Visualisation

This uses mentat imagery to fight iliness and has
peen known to improve gymptoms and increase
personal encrgy.

With Thanks to National Alds Manal,
Publication ; { Living with HIV & ATDS )
And printed in memaory of Sinon Mansfield
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wes AZT every four hours - even througl the night. Our
life wes messed about enowgh, ke didn’s want it massed
abont even more, [Hiness become more and mare frequent
! was now o carer of someone with HIV s well as
Haemophilia, Trying lo keep cheerful, trying ot o fet
things get us down got havder He complained fo me, he
complained 1o the hospital. I had no otie to complain or
maan 1o, [ felt very isolated. | was tiying 1o support ki
emotionally and having to support myself at the seme
time. No tine 1o feel sorry for myself, no time Jor self pity.
Our life was dominated by the effects of HIV. The rash on
his face which meant he wouldn't go out as he felt he
wasn’t presentable. The dhvush which meant he conldn’t
eat pragerly or swallow. The shingles, the diarrhoea and
the weight lass. Al these meant he wouldnt leave the
house, except to go fo the hospital. The PCP that meant
o weeks in hospital and wearty killed him. The lies 1 told
grew bigger and harder to well. My family didnt know he
was HIY positive - I hardly sew thew, was on my guard
all the time - I did’s want to say the wrong thing. was
exhasted mentally and physically. We coped with it all.
we Were Hanagng.

He was ahways kind consideraie, ceving and fun loving.
e enjayed a luugh and a joke, Jn 1990 that changed He
ok on a whole new persendlity, he became a rolally
different person. He became paranoid people were falking
abour him, langhing of hine. “What the F-- are you loaking
at?™ he asked @ woman in the street, [ wanted the ground

to open wp and swallow me.

His short term memory beeame very poor. he Jorgot things
that had been said or dowe ondy moments before, This
became a sowrce of disagreement bevween us. 1 told him
something, e forgot, 1 got the blame for not telling bim.
Then he became convineed Iwas doing i deliberately to
imake Tint think he was going mad, 1 was the one going
mad!

He'd full asteep at the drop of a hat - @ the middle of a
sentence, T was putting sleeping 1ableis in his dvinks he
told friends. Unforimnately he never seemed 1o foll asicep
at night, He would spend all night teffing me what a nasty,
wwiid end eruel person Fwas. We argued he screanmed and
showted. Nothing [ did was right [ hed 1o agree with every.
thing he seriel and «ild and if T didi’t do it quick enough {
wasn't allowed any tea! T became frightened to suy or do
anything, 1 couldu’t think for wmyself or make any
decisions, } couldn 't po anywhere, do anything or spenk to
ivone withowt his approval, Iwasit allowed to use the
phone unless he was in the room. Who knows what I might
1ell peaple!

Life-wasn't worth living,  hated hin and myself. He hated
wie and himself. | knew it was AIDS doing ihis to him bur
siill blmned him. 1 didnt know this new person, he

Shgeaecs

certainty wose t the one Fhad married. Iwas frightened of

int and frightened for him, I wanted to help hut didn't
Laieny hove, He wonldn't Tet me talk ter anyone, he wonldn’t
see or lalk 1o anyene abiig how he was hehaving,
aceording to him was the one with the problem! Oh! 1
had problems afl right. 1 went to wark evheausted throngh
fack of steep and constant arguing but pleased to able fo
get away from him, even thaegle e woubd ring up to check

np et e, 1 folt that | had escaped for o wihile but e

T

couldn’t escape from i, He had brief moments of insight
ito his behaviour when he would ger upset - What'’s
happening to . this is not really me.” They didnt last
long. He didn®t care abowt auyone. he was nasty and
aggressive (o amyone e cane info cottact with, I begon 1o
wish thet he were dead - the endy way onr as far ay | could
see. § coulen’t leave him, he wonldn't have managed on his

“onen, 1 eowldn 't do thar to lin after all Fwas a carer.

Tiwa years later it ended as suddenly ay it had started. He
had & massive cercbral bleed. He was in theatre for over
seven howrs unfortnately the damage was already done.
This wasn't apparent watif nwo weeks later, The first two
weeks he was only semi-conscious unaware of his
surroundings, rot speaking, not earing and not drinking,
The first night he developed @ severe chest infection - the
aniibintics gave him diarrhoea. How he survived Ul never
ko, He did swrvive but he couldit do things for hinself.
He needed help to feed himsclf - he didut know what 1o do
with food. He had to be washed~ drexsed and chauged,
werned and lifted i and ant of bed, He got his words nixed
wp - he was just like a linle child that had io be fovked
after all the time. He didn't know who {was | visited him
siv days a week for eleven months whilst continuing 1o
work full time. 1 cared for him, feeding him, helping to
swaxh him, furn him, get i in and ow of bed 1 talked 10
him and read 1o hinm. § shopped, washed and ironed for
him, I was hard and tiving e 1 found it easier to cope
with than the previons nwe years., He didie't frighten me
arymore and for that 1was grateful. Twas frightened Jor
Jivn, what would happen o hin, T had abways promtsed
that 1 wenld never ler hindlinger - 1 broke that prowmise but

could do nothing abowt i1,

He developed one infection after another with me wishing
cach ene wauld be his last. He recovered from each bt
deteviorated a lintle more after vach one. | managed with
the fanrieen hotrs ¢ day six days @ week, | managed with
his mother blaming me for his condition, saying that 1
Hdu't cave, I'd never cared. That was @ doddle compared
1o the lust two years, T krew Dwoutd never be able 10 care
Jor him et home and much as 1 was ageinst hint Roing fnio
a ursing ome T had no chvice. After much searching 1
found @ suitable place where 1 felt they would eare for
him. We would manage. We didn't need 1 marage, he died
rwer days after | found the wrsing home. Did he know?
hope not. He died peacefully and Iwas seith him. [ was
very sad but happy hat it was afl over for hing - no more
suffering for him. My suffering was elso over [ was no
tonger a carer. { wanted him back - the man | marricd, The
funeral went well - everything thet he wanted. even the
Scotiish piper. Friends remarked that | was coping well,
OF course [ was, the person that 1 foved had been fost o
e for the past three years. The person that had just eliced
wes an entively different person ane { didn knenw, one [
couldn’t love,

Even now almost four years gfter his death my most
vivid mewories are of him as he was the last three years
af kis fife. 1 find it difficult to remember fhe persou I
married. When I rementber, [ remember the person e
became - the person AIDS made him, I try 1o remember
the kind considerate and foving person he way buf those
memories are clowded by AIDS. These memaories
became sad. He deserved betier thun that.
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Availabc from the Birchgrove Group, free of charge
to those directly affected by Haemophilia JHIV or
registrants, arc the following information leaflets and
hack issues of the Birchgrove Newsletter,

Birchgrove Newsletter Back Issues

[} BIRCHGROVE newsletter Issue 3
RBIRCHGROVE newsletter Issue 4
BIRCHGROVE newsletter fssue 5
BIRCHGROVE newsletter Issne 6
BIRCHGROVE ncwslleuc:' Issne 7

Doaogd

BIRCHGROVE newsleter fesue 8

-] BIRCHGROVE newsletter fssue ¥
Birchgrove Information Leaflets

| Hepatitis G- S >ecizﬁlit'artn

(3 Hrv and lﬁﬁ% e S

0 eurrenthy being
L] Liver Disease and HI

2wy and %pmd

J Cilossary of torms

We can also supply the following items.

: D “f iving with Hacmophilia and BIV? £2.50
g H

() Red Ribbons (Cloth) 50
T Red Ribbon Badges (Enamel) £2.50
[} Birchgrove Red Ribbons (Enamacl) £2.5¢
Name:

Address:

Send to:

The Birchgrove Group,

PO Box 9, Abertiliery, NP3 1YD.

or Plione Lo-Call 0345 697231 Helpline
01222 387968 Admin

DEATH NEVER OVERCOMES LOVE

My life is over:

It has come 10 an end.

It was not my wish to
feave you.

1 had no choice.

1 did net ask to die.

God is the giver of life,
Sg he has the right to call
It back

1 felt your warm loving
Presence.

I knew you too were
having A difficult time.

I seised you were not
ready

o Jet me go.

I felt much pain in my
suffering,

But it was not all bad.
1t helped us prepare for
‘Fhis separation.

1t made it easier for us
To say our goodbyes.

Think about our life
together.

Remember the times we
shared.

We enjoyed many happy
times,

But den’t forget, we had

Some difficult ones as
well

We know life is not
always rosy.

[ want you now to set
these thoughts aside.

You must begin to concetr-
trate an today.

My life is over.

You still have your fife to
live,

Don’t let the clock stop.

Fhere is much for you to
do.

Time is a healer, You wifl
need it

In order to sort out your
feelings.

Don’t expect mirackes.

It won't happen
avernight. '

When you hecome more
sure of yourself,

1 am pleading with you,
please

Don't hold on;
Let me po.
I Yoved you in Jife.

Now that it is over for me
does not change things.

I will go on loving you
For all efernity.

I have no more suffering,
i have ne more pain,

I will be completely at
peace

When you find yours.

Death is only a scpara-
tion,

We will be reunited one
day.

Fhat is a gift to hold onto,
But don’t wait for it.
Life is for the living.

Find new discoveries,
fulfili your dreams.

You still have time.

You have your life ahead
of you.

Live it and you will make
my dreams come true for
you.

God biess you.




