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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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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
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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




