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the Psarte ¢ Arthropathy Alliance and vevoow o
and e ov by aneditorial poof draswn from
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The Psoriatic Arthropathy
Alliance is a registered
national charity dedicated to
raising awareness and helping
people with psoriatic arthritis
and its associated skin disorder
known as psoriasis.

PAA, PO Box 111, St Albans, Herts, AL2 3JQ. Tel/Fax: 01923 672837
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pril 7, 1993,was a significant date for both Julie and myself.

It was the day when Julie made a live radio broadcast on
BBC Three Counties announcing the launch of the then called
Psoriatic Arthropathy Support Group. After a name change and
a few ups and downs the PAA are now celebrating its 5th
birthday.

We owe a lot of thanks to those who have supported and
believed in us since that day and of course a huge thank you to
the continued support of the membership.

Although April 7 was the launch date it followed a lot of heart
searching and planning by Julie, who had seen my decline from
a fully active person to one who was extremely low and
depressed. The pain was visible on her face as she watched me
struggle to carry out simple day-to-day tasks with my swollen
fingers and painful toes.

Her desire and passion to try and help others from sinking into
the same lifestyle we had experienced over the previous three
years since my own diagnosis in 1990, directly led to that fateful
day in 1993.

Since then I can count myself fortunate to have a wife as
dedicated and loving as Julie and, since the birth of our daughter
Hannah in 1994, a future to look forward to. I still have
problems with both skin and joints and some days this wretched
condition really infuriates me, but I feel that 1 am luckier than
most and at least this organisation now exists to benefit others.

NEW BOOKLET

DRIVING AND ARTHRITIS

A new booklet for drivers with arthritis
has been published by the Forum of
Mobility Centres and covers all aspects

of driving.

For a free copy please send an SAE to:

Banstead Mobility Centre,
Damson Way,

Fountain Drive,
Carshalton,

Surrey,

SM5 4NR.

TIM HAS ARTHRITIS.

General booklet on arthritis written in
story form aimed at the young child.

More details from:
Publications Department,

Arthritis & Rheumatism Councll,

Copeman House,
St Mary’s Court,
Chesterfield,
Derbyshire,

S41 7TD.
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There’s an effective treatment
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HILARY RUTLAND
Location: Suffolk

Age now: 54

Age at onset of PA: 32
Years before diagnosis: 7

was only 13 years old when my family moved to
1 Suffolk from Essex, it was a very distressing time for
me as all my friends were left behind. I began to notice
dry scaly patches all over my body, under my nails and
on my head, behind my ears and all over my limbs,
although my face was not affected. I covered up but felt
dirty scratching my body all the time. People would
stare and I could hear nasty comments - you feel
isolated being a teenager with something wrong with
you.

My doctor would give me a cream, but that didn’t

work it just made the patches look red '
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wax baths and physio by the bucketful I was told I
would have to put up with it. My fingers started to
deform, swell and throb and the pain was something
you cannot describe, so you keep taking pain killers and
watch that you do not overdose, which is not easy when
you do not know what to do with yourself. People ask
how you are, but they don’t really want to know and
you are sick and tired of telling people, because they
don’t understand what you are going through.
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Inl: ny husband noticed a very small article

in the Daily Mail about the Psoriatic
Arthropahy Alliance and I wrote to them
straight away. It is such a relief to be in touch
with oth¢ 's who are also having to cope with
this lit*le-known crippling disease.




- LAV . .LERS’” EXPERIENCE "=

With regard to the references to
Iceland in earlier PAA News, I
have been fortunate enough to
visit both the Dead Sea in Israel
and the Blue Lagoon in Iceland.

I went to Iceland at a time when J
needed some quiet relaxation,
and this beautiful peaceful
country was able to provide
plenty of this. I stayed in
Reykjavik, a very pretty city with
its backdrop of snow-capped
mountains, and what other
capital city can boast a salmon
river flowing through its centre?
The food 1is interesting too,
consisting of sea birds (Puffin
featured on many menus), fish of
all kinds and the tasty Icelandic
lamb.

On my first day there I looked at the tourist brochures, and spent some l

time afterwards exploring the delights of the waterfalls and geysers.
Undoubtedly though the item that had caught my eye was the Blue
Lagoon, described as “hot, healthy and exotic”. What tired old tourist
could resist such an offer, so I decided to find out for myself. From a long
way off steam from the lagoon could be seen rising into the sky, the deep
blue hot water being collected in a pool beside the Svartsengi Geotherma
power station, after its heat had been exchanged for domestic supplies. I
do not have psoriasis or eczema (my husband does, though), but my own
skin is dry and sensitive, and after only one hour in the pool 1 felt really
good. The effects were long lasting too. Indeed, all of Iceland’s water
either for bathing or in a swimming pool is very soft and soothing.
Temperatures in the pools are maintained at a steady 25°-30" centigrade all
the year round. Talking to the staff at the lagoon they told me that after
the curative powers for skin disorders was discovered in the 1980s, the
pool now attracts thousands of people with psoriasis, eczema and other
skin ailments, and many bathers soon notice improvement after just a few
dips. Scientists are still studying the mineral-rich geothermal water to
discover exactly what it contains to be of such benefit.

To sum up [ would say that the Dead Sea and the Blue Lagoon are both
very good. The advantages of Iceland are that it is close enough to go for
a long weekend as I did, summer months are warm with almost constant
daylight, and even in winter the outdoor pools are hot enough to bathe in.
It is a lovely country where peace and relaxation are guaranteed.

Tricia Hobbs
PAA Membership Renewals Secretary.
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Classic Tours

148 Curtain Road
London

EC2A 3AR

Tel: 0171 613 4441

VIP Health Holidays
42 North Audley Street
London

WIS 4PY




TRAVELLING IN 1998
USEFUL INFORMATION
ROGER CHANT Associates

47-49 College Road

Bromley {~-p ;
Kent / H I
BRI 3PU i
Tel: 080028 17 13

Fax: 0800 21 49 86 ARS?o%g:sChum

€0
CONTACT: Laura Beesley - Travel Insurance Adviser

Roger Chant Associates are a small company specialising in travel
insurance for individuals with medical problems and physical
disabilities. Their policies can help those who want to travel
anywhere in the world, providing you are fit to travel!

Give them a ring first.

H O L I D A Y at the Dead Sea Medical Centre.

All guests will be housct in

kibbut 4. house . 2a.
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FIRST
INTERNATIONAL
YOUTH CAMP FOR
PSORIASIS
TREATMENT, DEAD

SEA, ISRAEL. camp.

Two Periods: 5-26/7/1998 and
26/7 - 16/8/1998.

s met personally at
port and transferred 1o the

For further information please

contact:
. Ms Sharron Malka
Oranim Traw  in asse h o sales & Marketing Manager
the Israg Psor . Oranim Travel Limited
have an 4 Hakikar Street,
INTFR! . 0.Box 858
ool ar-Saba 44108
el

Tel: 972 9 767 4477
Fax: 972 9 767 4481

‘Ih'e o D"e\lariion e-mail :
' ’ Oranim@netvision.net.il

Sea, . »trom Jerusalem
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HOLIDAY CARE SERVI(

The UK's Central resource for

traveller. Their database covers alf .. pecte o .
in this country and elsewhere, such as Greece, Majorca, [srael and
USA. together with information on equipment, care hire, etc.
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A CUT ABOVI' THE REST

You may recall we are still trying to compile a
directory of sympathetic hairdressers around the
country who are familiar with scalp psoriasis. So far
there has not been much response from you all -
please have a think and drop us a line!

Hairdressers

Mr D J Hales
Donald of Lewes
24 Fisher Street
Lewes

Sussex

BN7 2DG

Ms Sara Colburt
7 Penfold Close
Sapcote
Leicestershire

LE9 4FL

Tel: 01455 273013

CONGRA™ULATIONS to

AMANDA RUTLAND who successfully
completed her 2,000ft parachute jump on 25
October 1997, after having one postponed attempt
due to severe weather conditions. Amanda is
partially sighted too, so it took a lot of courage for
her. At her first attempt Amanda was geared up,
but after waiting in vain for the weather to
improve, she was forced to wait a few more weeks
for her successtul parachute jump.

WELL DONE AMANDA, you did the PAA proud
and raised more than £700.

A supporters” award is winging its way to you.
Again WELL DONE to CHARLES HARVIE,
whose account of his walk you read about in

Newsjournal 9.

He along with Amanda enters our Scroll of
Achievements record.

Sally Dale 1996
Charles Harvie 1997

Amanda Rutland 1997
Jackie Harvie 1998

D

Ms Christine
Breaxell

20 Sandyhurst Close
Poole

Dorset

BH17 9JS

Tel: 01202 242246

Sally Ann Hair Flair
25 East Hill
Colchester

Essex

Hair & Sirs

65 Liverpool Road
Burscough

Lancs

Tel: Burscough
896075

Contacts: Lynn and
Sharon

Helen Noble

A Certain Flair

63 High Street
Buntingford

Herts

SG9 9AD

Tel: 01763 272131

Filino Hairdressing
49B, Museum Street
London

WCI1A 1LY

Tel: 0171 405 1081

Unisex Salon

Nu Look

Hair & Beauty
Unisex Salon

2A , Thompson Road
Denton Village
Newhaven

Sussex

The Green Room
51 Ber Street
Norwich

Norfolk

Contact: Ms Nikki
Paul

Dawn Dawdry
(She has Psoriasis
herself)

Salon Tel no:
011473 631437

WE ARE PLEASED TO SUPPORT

THESE LEAFLETS
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UNDERSTANDING
PSORIASIS

A PRIDE IN

£2%. [DERMATOLOGY

LEO Pharmaceuticals, Longwick Road, Princes Risborough, Buckinghamshire HP27 9RR

January 1998 1772
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am writng in the hope that you will be able to help me in
my search for a better understanding, more information,
and perhaps some moral support of PA.

be able to help others one/day s?ﬁéhow.

I’m 48 years old and a mother of three who have left the
nest. My husband and [ live on a small farm (40 cows) - he
Itis 11 years since my search began and it has taken 11 years also  works at the local high school. [ am known as a
to confirm PA. The specialist said that had the (numerous) creative artist, paint (oils), love crafts and make small butron
doctors taken the rime to check my pitted nails they could dolls and pin cushions (wool} etc, and love gardening
have confirmed PA - simple things are often overlooked. especially herbs and books.

Pechaps it is because 1 live in the country (on a farm) that I 1 am not near and nice, more like rough and ready.
am more isolated from support groups and know no other
person with a less condition such as mine does seem to
become more severe with each inflammatory flare-up, as this
year saw the need for a walking frame, crutches and walking
stick, although I'm now improving. [ was unable to move for
one to two weeks, even couldn’t hold a cup of tea, which
required two hands, comb my hair or cut my food as my
hands and sausage fingers became clawed. Further, [ could PS from the EDITOR:

not write or hold a pen a few weeks ago, and cannot even  Come on, all our PAA members, please get writing. | know
now. Clare would dearly love to hear from you, so let her know
she’s among friends who understand!! Please....

Hope I’'m not a nuisance.

Sincerely
Clare Richter (Mrs)

[ still can’t close my fingers into a fist. This last bout has
taken 14 weeks to recover to some degree
of acceptance. All iy joints are affected,
my left leg and foot are numb and [ have
bursitis.

NEW COMPEED PLASTER

How much worse can it get, I think. Are

there any precautions I can take? Diets?
Do hormones play a role? Are bonny
growths on the spine par for the course?
Is it PA? Or a two-in-one condition?

The long wait for blood test results
before pain-relieving medication is given
has confirmed my resolve that there’s
some room for improvement between
doctor/patient and general information.

While I like my GP, she admits that she
knows nothing about PA (I'm her first
patient) and so it’s  with  her
encouragement that I now write to you.
Her husband is a psychologist and has
taken a small role in helping me to put
some pieces together as 1 also have a post
-traumatic stress disorder history..

My  specialist  has had me on
Methotrexate for five months at 25mg
each Sunday, and numerous other drugs
have been tried, e.g. Prednisone,
Salazoyrin, etc. I refuse to take these last
two again, and as for Methotrexate - hm,
well, ['ve never been so sick as when on
it and four other drugs. Frankly, good old
aspirin gets my vote of confidence.

The Psoriasis Association in our capital
city also suggested that I write to you and
ask to be kept informed.

Please don’t think I expect each and every
question answered. Basically, I'm
wondering if there is someone out there
that understands and would like to help.
It is so close to my heart - | hope I may

COULD HELP UP TO
65 PER CENT OF
PSORIASIS SUFFERERS

Treating mild to moderate cases of
psoriasis can often be time consuming as
well as impractical. Help could be at hand
with a revolutionary new moist wound
healing plaster - Compeed Psoriasis -
which offers an effective and cosmetically
attractive solution - and can be used

with a cream treatment,

it required.

Clinical studies show that
Compeed Psoriasis

establishes and retains

a natural level of moisture,
creating Ideal healing

conditions to make the skin

soft and supple again.

The 'greenhouse’ environment
created under the plaster also
eases ltching and ensures
maximum protection from infection
for the affected area. When used
with a cream treatment the plasters
extend the life span of the active
ingredients by keeping them in.
Anatomically shaped, the plasters also
allow optimum movement on elbows
and knees and the discreet skin-
toned colour conceals as well as
protects the sensitive psoriasis-
affected skin.

THE FASTER PLASTER

FOR A FREE SAMPLE TELEPHONE COLOPLAST LIMITED ON
FREEPHONE 0800 374 655
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SNIPPET

THE CENTRE FOR MOTHERS WITH
RHEUMATIC DISEASE

This centre is located in the city of Trondheim,
Norway, and works closely with the Rheumatology
Department at Trondheim University Hospital.

IB\\(AT\O“ 30 Apr 1998

If you are a woman with rheumatic disease who is

ng
amer (June) 1998 Jour 31 Wy 1998 planning a pregnancy or caring for small children, you
; S \em\)e‘) 1998 News Qe 1998 can contact the centre for information.
sumn (ep | 31 0de
urne
e (De(em\“m 1998 o 3} Januaty 1999 Health professionals are also encouraged to contact
Nind 1) 1999 News 11999 them for information.
: d pprt
gpring (MOf WA
or Lune) 1999 Journcl The centre has produced a -k entitled “Being a
Sumi Rheumatic Mother”, which « ..~ practical advice for
both partners and medic "t isionals, along with a
section on the most freq.. ~ sked questions.

For further details please write 10 :

Centre for Mothers with Rheumatic Disease
Department of Rheumatology

University of Trondheim

N-7006 Trondheim

Norway.

E-mail addre s: revn.  forun mail
to:revma@f rum.no>T11:+ 47 399 79 90
Fax : +47 39976 9%

Discussion Groups: <http://WWW.FORIU **.NO/cgi-

shl/dbml.exe template=/cfpro/modresenterct/rheuma/t

Dear PAA emaer.dbm:>

CALLING ALL PAA
MEMBERS

CAN YOU HELP ME? PLEASE CAN YOU TELL ME [F THERE
ARE ANY PSORIATIC ARTHRITIS CLINICS OR RESEARCH

?
PROGRAMMES? qm‘ ..............................................
These are frequently asked questions so we thought it about time that we
complied a listing of all interested professionals in psoriatic arthritis, all Dovonex - Change of use
known research projects and all known psoriatic arthritis clinics operating Leo Pharmaceuticals, makers of the Dovenex range of topical
around the country for YOUR USE. treatments, has announced new prescribing details for its
products for 1998.
So if every member wrote to us and let us know if they were being treated Dovonex ointment and cream can now be used once or twice
in a special clinic, were involved in a special research project or indeed daily. However, Leo say that for the best response Dovonex
were being treated by sympathetic dermatology/rheumatology or other (ointment and cream) should always be used twice daily.

health professionals for their condition, we could COMPILE THAT LIST
which would be an invaluable aid to our work.

If however there is no interest from you then this will mean our list will
take longer to compile and will undoubtedly have gaps. So please enter
ito the spirit of this project - it really is a useful project to undertake and
requires little effort from yourselves.

What’s new

Roche Consumer Health has recently
launched a new range of skin care
products. The new Bepanthol range

‘ includes Moisturising Shower

Cream, Rich Moisturising Lotion

and a Rich Emollient Cream. The

range is available from independent

pharmacies and leading retail outlets
| nationwide.

L NLp P

Phillip Evans son of PAA member Colin Evans will be

: taking part in a sponsored cycle ride from London to
Brighton on June 21 on behalf of the PAA. Anyone who
would like to sponsor Phillip please contact us at the
office and we will pass on your details.
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