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From the Chaplain aif the Sussex Beacon

My dear Friends,

At this time of year, people often say to me “it’s your busy time,
Vicar”. While there is some truth in the statement, especially when
Christmas Day falls, as it does this year on a Saturday, | have to find
an “unbusy” time.

| enjoy Christmas, and yes, it can be busy but for so many it can be a
lonely time. It is at this time of year that we often get so wrapped up
in the celebration that we forget the message which was given on the
first Christmas Day. “Peace on earth and goodwill to all.” Often at
this time of year people are really looking for something stable (pardon
the pun) amidst the turmoil of the season.

But maybe the pun is not so inappropriate, for it is in the stable that
we can find stability at Christmas. It is here that in the Christmas
story amidst the cold, damp stable with a mother and step father as
refugees, we find peace; here that we can come just as we are without
any pretensions; and it is here that we can see God’s love in action,
not just the love which sent his son into the world, but the constant
and stable love which he has for each one of us.

During this busy time of Christmas may you find peace and love in
your heart and spare a thought for those who feel alone and unloved.

With best wishes for Christmas and the coming year

n. Jul

Contact Us: The Sussex Beacon, 10 Bevendean Road,
Brighton, BN2 4DE
Tel: 01273 694222 or E-mail: info@sussexbeacon.org.uk

This newsletter has been made
possible thanks to the support of
American Express through the Sussex
Community Foundation
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WORLD AIDS DAY 201

A personal perspedtive

Being a gay man who’s been living with
HIV for sixteen years (mostly in Brighton)
and approaching middle age, one question
comes to mind? How to remember WAD?

Like most people | will wear the obligatory
red ribbon (not out of pride) but out of
respect for the friends that | and many
others have lost to this silent killer. To me
though this was never enough. | needed
somewhere to focus my thoughts on the
loved ones lost. The trouble is not being a
follower of any religious persuasion where to
go and what to do.

Most organised events were based
around choirs and concerts and nearly
always held in a church. It seemed to me
that the non religious of the community were
being denied their rights to remember and
mourn their loss, after all religion doesn’t
have a monopoly on all this.

Having spiritual beliefs but not believing
in one almighty makes things even worse
because of the need to channel your
feelings becomes more tangible the more
they are denied you. So for many years |
would light a candle and put it in the window
for the day. This would not light up the
heavens or be some kind of tribune to one
almighty for the day, but (to me) whilst that
candle was alight for that one day a year.
The light and warmth of the friends and
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loved ones lost would be back in my life,
reminding me of the good times had. When
the candle goes out then its time for me to
continue with life, with the thoughts of those
gone still in my mind but not at the forefront
of my thinking. For me this structured time
out, as it were, provided some comfort to a
growing reduction in my circle of friends. It
is a very solitary time of year. With the
recent arrival of the AIDS memorial in New
Steine Gardens things have changed. We
now have a dedicated place to remember
friends, family and loved ones or just to
reflect on HIV/AIDS related things ongoing in
our own lives, be it bad or even good results
from the consultants. Afterwards it’s good
to have somewhere to go and contemplate
things before moving on. This (in my humble
opinion) is the best addition to Brighton for
many years; it's what has been missing from
the community for too long. So with this in
mind | decided to utilise this new facility to
the full.

With the help and support from friends |
decided to attend the reading of names
ceremony and the candle lit vigil at the
memorial. Because of the heavy snow
arrangements were changed and the
planned ceremony had to be held in St
Mary’s church. On receiving a text message
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about the last minute changes | was (to say
the least) not pleased but after getting down
from my non religious high horse | relented
and joined my friends in the pub for a pre
religious-onslaught drink, after which we
went to St Mary’s Church. When we arrived
the concert was still in full
flow so we waited outside to
be allowed in. At this time |
was still not comfortable
about going into a church for
what, for me, was to be a
non-religious event (| felt a
traitor to my cause and very
hypocritical). After a short
while we were shown in
(well, | was pushed inside
the church by my friends).
The concert was nearing its
end with ‘Qukulele’
performing their last songs.
It was a bit of a shock to the
system at first, | have never
seen so many Hawaiian
shirts in one place before, let
alone a church. | did what
many gay men would do,
admire the architecture,
which | hasten to add is
beautiful, and the acoustics
were pretty good too.

Slowly the atmosphere
penetrated my thick skull
and | was enjoying it! Next
on were (| think) the Brighton
Gay Men’s Chorus. Now
don’t get me wrong, but my
idea of a chorus is a load of
men and women all wearing
evening wear, behind a
massive orchestra belting
out excerpts from Wagner’s
Ring Cycle or Verdi’s
Requiem in the Albert Hall.
This was neither, it was much better
because of the intimacy of the church. |
don’t mind telling you that more than once
the hairs stood up on the back of my neck
and | was almost moved to tears with the

singing. It was outstanding. After the
concert had finished there were sore hands
all round.

Next was the reading of the names, now
I’'ve never been to one of these events
before so wasn’t sure what to expect.

Everyone who had a
candle lit it and with the
lights dimmed it was quite
a beautiful experience.
Hearing the familiar names
being read out in such a
respectful way made me
realise just how lucky | am
to still be here after so
many years. This shared
remembering was very
humbling for me. With so
many names rattling
around in my head we
took our candles and
walked to the statue in
New Steine Gardens. This
was tricky for some
because of the snow and
ice but we made it, to be
greeted with help and
support, to place our
candles without falling
base over apex. The
memorial looked fantastic
bathed in red and white
light. With the snow and
candles it was perfect A
beautiful statue for a
memorable occasion.
With the hot drinks and
soup supplied by Lunch
Positive | believe it was a
perfect end to a perfect
day. | would like to thank
everyone involved in
organising WAD 2010 in
Brighton as, for me; it
could not have been bettered.

Regards.
Tim.
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WOMEN'S & FAMILIES SERVICE NEWS

Currently there are 230 women living with HIV
who access The Lawson Unit. This includes
women outside of the Brighton and Hove area.
The Women and Families Service has 70
women from Brighton and Hove accessing the
service. This Service offers one-one
supporting sessions from experienced
caseworkers. We are in partnership with The
Women’s Centre where we see clients in a
central location every Tuesday afternoon and,
of course, we see clients here at the Sussex
Beacon.

The Women’s group continues to go from
strength to strength. Offering women the
chance to meet other women and share
experience and offer support. The group is
open to women only, however children are
welcome to access our créche, and for new
mothers they are most welcome to come with
their new arrivals. We are happy to give
information of other support services for
partners and their families.

Women often tell us that accessing the
Women and Families Services is the first step

to coming to terms with their diagnosis.
Meeting other women where they can be
themselves and not have to hide behind their
iliness can feel truly liberating.

| am delighted to welcome Karoline Streicher
who has joined us from the beginning of
October and is covering Hattie’s maternity
cover.

| have increased my hours and am now
working Monday, Tuesday, Wednesday and
Friday and am now the manager of the
Service.

I would like to say | am extremely proud of
the Women and Families Service at the
Sussex Beacon and am always open to new
ideas and to hear your thoughts on the service
we offer. Do pass those thoughts on through
the lovely Gift who is our Women and Families
Service User Representative.

Lastly, | would like to thank Sophie and Liliane
who volunteer tirelessly to support the service.

Foula
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HAVE YOU HAD A ‘FLU JAB?

The seasonal ‘flu jab is offered free of
charge to anyone with a weakened immune
system such as HIV/AIDS. It’s still not too

Pneumonia inoculations to ensure that you
receive the most appropriate care.

KEEPING WARM

late and it is recommended that you make an , Keep curtains drawn and doors closed to

appointment with your GP or medical
practitioner.

In December a service user went to his GP
surgery in Brighton: “/ thought it might be
tfoo late to go for a ‘flu jab this year as it’s
recommended fto start in the autumn. A

block our draughts.

Have regular hot drinks and a least one hot
meal a day if possible. Eating regularly helps
keep energy levels up during winter.

v Wear several light layers of warm clothes

(rather than one chunky layer).

quick call to my GP surgery and | was being Keep as active as possible

asked by the receptionist if | “qualifie
flu jab. 1 didn’t feel compelled to tell her | live
with HIV and she didn’t ask. | simply said
“yes”. An appointment with the nurse a day
later, a brief talk about HIV and a free
painless injection and it was all over.
Previous ‘flu jabs had left me with a bit of a
numb ache or a slight bruise for a day or so -
but when | remember the time | had ‘flu many
years ago, that quick trip to the surgery has
left me with peace of mind.”

*The Voice recommends that you consult
fully with your GP, Practising Nurse of HIV
Consultant when considering Influenza or

fora Wrap up warm if you need to go outside on

cold days.

v Keep your main living room at around 18-21°c

(64-70°f), and the rest of the house at least
16°C (61°F). If you can’t heat all the rooms
you use, heat the living room during the day
and the bedroom just before you go to sleep.

BENEFITS UPDATE

The government has continued with its
pledge to continue its Cold Weather
Payments of £25 each week when the
average temperature is freezing or below.
Are you or someone you know eligible for
these payments? Visit
www.jobcentreplus.gov.uk for information.
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http://www.jobcentreplus.gov.uk/

HAMPTON COURT DAY TRIP

A great time was had by all who went to visit
Hampton Court in October. A group of
Sussex Beacon service users, volunteers and
a staff member managed to fill the hired mini
coach at the Sussex Beacon, our driver
whisked us off in good time to arrive early at
the historic Tudor Palace. Not everyone had
been to Hampton Court before and some had
not been for years. So we were all very
impressed as we arrived and were greeted by
an exuberant and jolly gentleman in period
costume as would have been worn by Henry
VIII himself. With various costumed queens
and courtiers along the way we found
ourselves wandering and wondering in awe
among the beautiful halls draped with
wonderful opulent tapestries, paintings,
furniture and absolutely stunning architecture.
This was a palace filled to the rafters by a king
who was not afraid to show his wealth and
power.

Our lovely chefs at the Beacon had provided
us all with sandwiches, drinks and snacks
which we happily scoffed whilst sitting in the
stunning formal gardens. Many of us went on
a guided horse and carriage tour around the
vast estate with long views to the River
Thames and the longest flower
border in England. A gentle stroll around the
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Tudor gardens and being suitably impressed
with the oldest grapevine in the world we
found ourselves being met by our driver. A
quick head-count and we were all relieved that
we had made it back in one piece — unlike
some of Henry’s wives!!

This trip was made particularly enjoyable by
the careful thought that had gone into the
planning of the day; not least the recognition
of peoples’ differing ability to get around at
their own pace. Thanks must go to everyone
at every level who was involved in the
organisation of a great day out.
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INPATIENT UNIT NEWS

Great news! Work is currently being
undertaken to refurbish Room 5. As you can
see from the photo it is currently in a bit of a
state! A new floor is being laid and it has
been newly rewired and decorated. Rest
assured that it will be lovely when completed.
Thanks must go to those working on the
refurbishment for their consideration of any
inconvenience caused by noise and dust.

Some of you may have noticed the name
change from Residential Unit to Inpatient
Unit. Don’t be alarmed by this as none of the
services provided have changed. As
someone with dyslexia | often misread words
so when [ first saw the new name Inpatient |
read it as /mpatient. Images of lines of
people demanding things “NOW?” sprang to
mind. My mistake made me giggle but
reminded me that, for some, it can be easy to
ask for help or support but for others it can
sometimes be easier standing in the
background and letting things pass by; often
thinking other people’s needs are greater
than their own. It’s true that there are
occasions when someone else’s needs are
greater, but this should not prevent anyone
from finding time to ensure that they talk
about their needs with the clinical staff during
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their stay. Staff may appear very busy at
times but they are always there to listen.

Should you choose, you may wish to talk
with a *Service User Representative. The
Voice welcomes a new Service User Inpatient
Representative whose name is Sue. Sue can
be contacted directly at:
sue@sussexbeacon.org.uk or ask a member
of staff who will be able to put you in touch
with Sue.

*All Service User Representatives are service
users themselves.
INPATIENT UNIT INFORMATION
24 hour care 7 days a week

10 bedrooms all with ensuite
bathrooms

Referral from a health care
provider/professional
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DAY SERVICE NEWS

The Sussex Beacon Day Service has been
running for approximately fifteen years. There
was a time when the Service was open four
days a week, but due to funding and the
changing needs of people living with HIV it
now operates two days a week. It is the only
service under the Health Management Out-
patient Services that is referral only. This
means that if a person wishes to come to the
Service they have to be referred by a health
professional such as a doctor, HIV consultant,
nurse or social worker. Due to Day Service
only being open two days a week placements
are limited and people have to meet specific
criteria before being offered a place.

The Service is mainly for people who
experience social isolation or are lacking in
social support and who also have other issues
such as complex physical health or low-level
psychological/health concerns (on-going low
mood, anxiety or depression) which limit their
ability to get out and about.

There are times when people wish to come to
the Day Service when another service would
be more appropriate. If this is the case they
would be informed as to why attending a
different service would be more beneficial and
appropriate for them.

The Service provides:
Monitoring of physical/psychological
health
One to one case worker support

Help in accessing other agencies (both
HIV and non-HIV) such as counselling,
doctors, mental health/psychological
services etc.

Social/peer support

Complementary therapy (as and when
available.

Lunch (provided free)

Currently there are two Day Service User
Representatives who can be contacted via the
contact information as listed within The Voice.
The Service User Representatives are there to
listen to any concerns or suggestions that
people accessing the Day Service may have
and will relay those concerns or suggestions
back to the management team.

Day Service workers are always available to
answer any questions that a person might
have about the service. There are times when
people can hear things that may not be
factual, which may raise anxieties for them, so
always speak with a worker to check out that
any information you have heard is correct.

Every Tuesday and Thursday from
10.30am to 3.30pm

For more information contact Sean
Skinner on 01273 645695 or via
email at:
sean.skinner@sussexbeacon.org.uk
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The VOICE e-newsletter aims to
empower, support and educate people
living with HIV and enable them to
make informed choices and is
produced by HIV positive service users
of the Sussex Beacon. This would not
be possible without staff, trustees,
carers, family and friends and all those
who give their support from the wider
community. Thank you.

The VOICE wholeheartedly welcomes
contributions from past/current Service
Users/Clients of the Sussex Beacon up
to a maximum of 230 words. However,
we reserve the right to edit or refuse
submissions if they are deemed to be
racist, sexist, homophobic or libellous
to our readers. We strive to provide
factual information at all times. If you
are in any way offended or
uncomfortable with any part of The
Voice please inform a Service User
Representative or Kat Williams, Chief
Executive Officer at the Sussex Beacon.
kat.williams@sussexbeacon.org.uk
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We regret we may not be able to
publish some photos or articles in The
Voice that may disclose your own or
someone else’s HIV status or assumed
HIV status. However, if you choose to
include your name or a photo of
yourself a Service User Representative
will provide a consent form for your
signature before publication. We aim
to protect yours and others’ right to
privacy and confidentiality regarding
HIV status.

Any complaints will be treated in the
strictest confidence and will NOT affect
the care and support you receive from
the services at the Sussex Beacon.

Equity in Health: Equality and Diversity
in Service User Involvement.

Volunteer Service User Representatives
at the Sussex Beacon recognise
working within a diverse and multi-
cultural area. We have commitment to
diversity issues and strive for equality
for all.

Access should be open to all service
users and any involvement should take
account of access/special needs to
maximise levels of participation.
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SERVICE USER FORUM

Meets six times a year at The Sussex Beacon. All service users are
welcome and encouraged to attend the meetings.

Please contact a Sussex Beacon staff member or Service User
Representative (SUR) for details of upcoming meetings or look out for the
date of the next meeting on notice boards situated in the building.
Remember you have the right to be heard and your views are IMPORTANT .
Service users, along with the Sussex Beacon Trustees can take this
opportunity to receive updates and feed into what is currently happening at
the Sussex Beacon directly with staff and managers who attend the second

part of these meetings.

Service User Representatives can take your comments or ideas to the
Service User Forum meetings if you are unable to attend for whatever
reason. Your experiences at the Sussex Beacon are important and do help

the process of providing continued excellent levels of care.

If you have ever used, or are currently using services at the Sussex Beacon
you are encouraged to attend the Forum meetings. It is often your views
that provide the link into ensuring people living with HIV have an input into
what level of services are provided, address gaps in service provision and

directly support service providers achieve its aims.

The next meeting of the Forum will be held at 11 am
on Thursday 20 January 2011. Agenda items to
Maureen by Tuesday 11 January please.

maureen@sussexbeacon.org.uk
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WHICH VOLUNTEER SERVICE

USER REPRESENTATIVE DO |
CONTACT?

All Service User
Representatives are living
with HIV themselves.

There may be occasions
when a Service User
Representative is unable to
deal with your enquiries. If
your Representative is
undergoing inpatient care or
unwell please respect that
they are not in a position to
volunteer or be able to
discuss any ongoing
concerns you may have
during this time as the
Representative will need to
focus solely on their own
health during these
occasions.

Another Representative can
be contacted at these times
if this is suitable for you.

Thank voui.
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The aim of all Service User Representatives
is to assist all service users of the Sussex
Beacon in achieving more effective help by
helping them to raise issues and put
forward suggestions. Any representative
can listen to your concerns or suggestions,
clarify what action you would like to see
and help you to decide the best way to take
it forward. This may be through the Service
User Forum where other service users will
have the opportunity to discuss the issue,
its impact on other users and, perhaps,
offer suggestions of their own. It could be
that the most helpful action would be to
speak directly to the appropriate member of
staff. The service user representative can
speak on your behalf if this would be more
comfortable for you. As a part of this
process the representative will explain any
context if this issue is already being dealt
with or has arisen before and will agree how
progress will be fed back to you. Please
contact any of the five representatives listed
below and named on the following page:

v Inpatient Unit Service User
Representative (1)

v" Women & Families Service User
Representative (1)

v Day Service User Representatives (2)

v' Communications Service User
Representative. (1)

The role of the communications SUR is to
listen and talk with service users, staff,
fundraisers, trustees and the wider
community to ensure that the Sussex
Beacon promotes its services positively and
directly to individuals and communities
affected by or living with HIV/AIDS. You
may, for example, want to know who to talk
to regarding certain issues that crop up,
have ideas on how to fundraise or just want
to be involved in some way. Whatever your
views, ideas or comments you can explore
further by contacting the Communications
Service User Representative.
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All Service User
Representalives are
volunteers!

They aim to listen to
other service users, act
in their interest in a non
judgemental way and
enable them to access
an appropriate level of
engagement.

A representative
recognises that (for
whatever reasons) not
everyone feels able to
express their comments
or ideas openly. Any
SUR can help, in
confidence, to explore
these comments or
ideas. A representative
can take forward (with
Your consen) views to
the Clinical Nursing
Team, Management
Team, Board of Trustees,
and to the Service User
Forum.

How do | contact a Service User
Representative?

Service User Representatives are generally
available on Tuesdays or Thursdays at The
Sussex Beacon.

You can ask a staff member to arrange an
appointment if you choose (staff do NOT need to
know your reasons) . However if your needs are
urgent it /s important that you inform staff in the
first instance whenever possible as a SUR may
not be able to respond immediately.

CONTACT A SERVICE USER REPRESENTATIVE

Inpatient Unit Service User Representative

Women & Families Service User Representative

Day Care Service User Representatives

Communications Service User Representative

Service User Forum Admin. Assistant:
The Sussex Beacon Tuesdays 09.45 to
16.00 Fundraising Office, alternatively

Please remember that if your need is urgent or clinically
based, ALWAYS inform staff or the clinical nursing team in
the first instance. Your emotional and physical needs are
important to us all and a Volunteer Service User
Representative mav not be able to respond immediatelv.
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DIARY OF EVENTS 2011

THE SUSSEX BEACON HALF MARATHON

Sunday 20 February 2011

www.brightonhalfmarathon.com

DICK WHITTINGTON & HIS PUSSY -
alternative panto

24 February - 6 March 2011
The Pavilion Theatre.

Tickets £17 from The Brighton Dome

01273 709709 or www.brightondome.org
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HOLD THE LAST
PAGE...

Our heartfelt thanks to

THE BODY SHOP.

For their very generous
donation
of £10,000 to the Day Service.

“It was lovely to read David Raven’s (Maisie)
article in the autumn edition of The Voice.

My friends and | often go to see the
entertainment on the scene and watch
artistes such like Maisie working tirelessly
and, seemingly, effortlessly.

Thank you for entertaining us Maisie and
also for all your work for the community and
our charities. It really is appreciated.”

Anon.
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Do any of our readers
remember the Beacon
Players? We need
information for our next
issue. Please help!

A HUGE thank you * 7

to Father John and Paul
Cooke for all that they did to
make the trip to Hampton
Court so enjoyable. Even the
sun shone upon us!
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