


/A\V/A\

PSORIATIC ARTHROPATHY ALLIANCE

Registered charity number: 1051169
E-mail: info@paalliance.org
Internet: www.paalliance.org

The PAA Team

The PAA Team
Board of Trustees
& Management Committee
Dr Virginia Camp
David Chandler
Julie Chandler (Chair)
David Edwards
Chris Friend
Dr Sharon Jones
Patrick Parker
Dr Anthony White

Independent Advisers
Bob Martin

Medical Advisory Panel (MAP)
Rheumatology
Dr A Virginia Camp
Dr Neil McHugh
Dr Sharon Jones
Dr Douglas Veale
Dr Anthony White
Dr Janet McDonagh
Surgery
Mr Nick Goddard
Immunology
Dr Elizabeth Ross
Honourary Adviser

Dermatology
Dr Anthony Chu
Prof. Chris Griffiths

Nursing Adviser
Fiona Pringle

Physiotherapy
Catherine Buckley

Publications Managing Editor
Julie Chandler

Editorial Board
Dr Virginia Camp
David Chandler
Nigel Martin
Fiona Pringle
Dr Anthony White

Bankers
TSB Bank plc
86 High Street

Watford

Herts
WDT1 2BP

Auditors & Accounts
Rayner Essex
Faulkner House
Victoria Street
St Albans
Herts
AL1 3SE

PAA
PO Box 111
St Albans, Herts
AL2 3JQ.
Tel/Fax: 01923 672837

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.

Psoriatic Arthropathy Alliance is a Registered
Company Limited by Guarantee No: 3055414.
Registered office: Faulkner House, Victoria Street,
St. Albans, Herts. ALT 3SE

Copyright 2000:

All rights reserved. No part of this publication
may be reproduced, stored in a retrieval
system or transmitted in any form whether
electronically, mechanically, or otherwise without
the previous written permission of the
Psoriatic Arthropathy Alliance.

We also believe that at the time of printing
all information is correct but we cannot be held
responsible for any inaccuracies that may
occur, nor do we endorse any products that may
appear in this journal. All opinions expressed herein
are of the contributors and not necessarily
those of the PAA.
Always consult your own doctors.

Printing By Photolit Printing
Tel: St. Albans 01727 857112

Typesetting & Design By Eye for Graphics
Tel: St. Albans 01727 835968

calrorials

I have had psoriasis for more than 25 years with
psoriatic arthritis for more than 20 years —
although for at least 10 of those years I was not

given a definitive diagnosis.

Recently I was asked to give a talk
entitled ‘Living with psoriasis’. And
asked if I was happy with the title or in
fact would I like to change it.

On reflection I decided I'd like to
subtitle it as ‘Psoriasis, living with me’.

So why? Well in some ways psoriasis
and psoriatic arthritis are like someone
you don’t like moving in with you, with
all its baggage. Worst of all taking over
your bathroom and medicine cabinet.
Tablets, pills, bottles, tubes and tubs of
foul smelling evil concoctions that are
all supposed to be the answer to our
problems. Invariably they all work to
some degree but the dedication needed
would try the patience of anyone.

With psoriasis and psoriatic arthritis
you have to accommodate it in your life,
you have to put up with its anti- social
behaviour, the embarrassment it causes
and the interference that in puts on
your life.

Many say "its not life threatening. So
what’s all the fuss about?" Well the
mechanics are easily described. To live
with psoriasis and psoriatic arthritis is
more than a clinical manifestation, it is
an all-encompassing blight.

Relentless, 365 days-a-year condition
that affects not only you but also
partners, care givers, and other family
members. It can restrict the clothing
your wear, the job you do the places
you go and the activities you can do.

It's can also be a lonely condition. For
psoriasis, treatment has to be done
twice a day in most case in a often in a
busy household with children, people
getting ready for work. The average
person does not have the time to use
the treatment correctly hence bad

compliance and poor outcome.
Particularly if you have arthritis in your
hands or back. The physical effort can
be just too much!

Some people may also comment "well if
you want to get rid of it you must put in
the time", not always possible, many
people with psoriasis are highly
motivated, but sometimes the odds are
stacked against them. Even when
clearance is achieved, How long will it
last before the dreaded blight returns?
And again the continual routine of pill
taking can also be a constant reminder
of burden on one’s life.

For me, my life has benefited and been
blighted at the same time, I had to
retire from my chosen profession at 36
years of age. Physically I am now
restricted by the confines of my body’s
inability to fight the ravages of psoriasis
and psoriatic arthritis. Financially I
have been denied the opportunities I
previously enjoyed. Emotionally both
Julie and me have been to hell and
back. Although few, the benefits have
been that I have had the opportunity to
help others and meet warm and
generous people.

There are times even for me who has
access to information and experts in the
field, when I feel that I can no longer
put up with this relentless condition the
pressure of dealing with life’s normal
ups-and-downs and being ill. I'm only
42 now and should be in the prime of
my life. I have a loving wife, 2 beautiful
daughters and hopefully a long life
ahead of me, but sometimes just
sometimes I wish that things could just
be different not only for me but for
everyone of us with this cursed
condition!

David Chandler

Cover photo: Nigel Martin, Giraffes Taking the sun at Woburn Conference venue 2000 (Report Centre pages)




“Lel me introduce myself”

My name is Dr Janet McDonagh and I have recently joined the
PAA in the capacity as a paediatric/adolescent advisor for young
people with psosiatic arthritis. I am a paediatric and adolescent
rheumatologist at Great Ormond St and the Middlesex/UCLH
hospitals and my special interest is the impact of chronic
illnesses like psoriatic arthritis and/or psoriasis on adolescents.
I have worked in paediatric rheumatology clinics in Newcastle
upon Tyne (where I went to medical school!),
Birmingham Children’s Hospital as well as in Vancouver and the
Children’s National Medical Centre in Washington DC. I look
forward to becoming involved in your organisation and hope I can
be a useful resource and advocate for you.

London and

Transitional Care Issues for
Adolescents with Psorialic
Al‘th l‘i t/i S by Dr Janet McDonagh

Approximately 1 in 1000
children in the UK have
Juvenile Idiopathic Arthritis
(JIA) ie a chronic arthritis of
unknown cause presenting
before the age of 16. Juvenile
Psoriatic Arthritis (JPSA) is
one of 7 subtypes of JIA and
represents 7% of cases. JIA
does not always “burn out”
and one third of patients
continue to have active
inflammation into adulthood.
Up to 60% will have limita-
tions in activities of daily
living and despite average or
above average educational
achievement, young people
with JIA are 2-3 times more
likely to be unemployed. This
is not related to level of
disability or type of arthritis
and the exact cause is
unknown but concerning.

Why then is there a need to
highlight the particular needs
of adolescents with JPSA? It
is important to remember
that adolescent are NOT just
small children nor are they
small adults. They present

with different diseases, their
bodies and minds are still
developing and their relation-
ships within the family and
outside the family are contin-
uously evolving.

Chronic illnesses like JPSA
and/or psoriasis can
potentially affect all aspects
of adolescent development.
Persistent active joint inflam-
mation can affect their
physical development eg
delay growth and puberty.
Drug side effects, pain,
depression and tiredness due
to persistent active disease

can affect their brain
(cognitive) development.
Conversely, one must
remember the stage of

development when communi-
cating with adolescents
especially with respect to
teaching them about the
disease and treatment and
involving them in decision-
making. Chronic arthritis
and/or psoriasis can also
affect an adolescent’s

psychosocial development in
terms of their relationship
with their friends, their
sexual identity, their self-
esteem etc. Conversely,
psychosocial issues such as
risk-taking behaviour eg
alcohol have implications to
their treatment as is the case
with methotrexate.

Transitional care for adoles-
cents with a chronic illness
like JPSA and/or psoriasis
has been defined as a multi-
faceted, active process that
attends to the medical,
psychosocial and
educational/vocational needs
of adolescents as they move
from child to adult centred
care. The aims of transition
are

(i): provision of  co-
ordinated, comprehensive,
uninterrupted healthcare
which is age and developmen-
tally appropriate promotion
of skills in communication,
decision-making,
assertiveness, self -care
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(iii) enhance sense of control
and independence in
healthcare.

(iv) Transition is NOT a single
event but a process that
should start early (round age
10-11 years) and be planned.
It must be remembered that
as well as moving from
paediatric to adult health-
care young people also have
to negotiate the transition
from school to work or
further education as well as
from family to independent
living.

Transfer to adult core is part
of the transition process but
has no fixed age or time.
Ideally young people should
transfer when they are in
disease remission, when they
are independent in their
health-care and adherent
with treatment and when they
themselves feel ready to move
on. The young person is at
the centre of the transition
process and plays an active
and integral part in the
planning and development of
their transition plan. Other
key players include their
family, their GP, paediatric
and adult multidiscipline”
teams, school teachers,
social services and voluntary
organisations.

When young people with JIA
have been asked what they
want from an adolescent
rheumatology service they
have requested more
information about their
disease and treatment
options. Studies have shown
that unfortunately even long-
term clinic attendees with JIA
may have significant
misunderstandings about
their disease and treatment.
One reason for this is that if
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they were diagnosed when
they were young, most of the
disease education and
information was directed
primarily at the parents.
Other areas requested by
adolescents with JIA include
counselling particularly
about relationships and sex,
careers counselling and
information about benefits.
Studies also report that
young people with JIA also
want to be more involved in
decision-making.

One of the big issues in
adolescent rheumatology
clinics is to gradually and
sensitively introduce the
concept of the young person
being seen alone without
their parents. 50% of 15 year
olds in the community are
actually seeing their GP on
their own. Sometimes this is
difficult for the adolescent as
well as the parent to contem-
plate but it is part of the
process of helping the young
person becoming a good and
effective self advocate. Other
important aspects of self-
advocacy are a full
understanding of the illness,
active involvement in
decision-making, self-
medication, making their own
appointments etc.

The parents of young people
with chronic arthritis may
also need help becoming
better advocates for their
son/daughter with chronic
arthritis.  Such help may
include: understanding
adolescent development and
the dynamic role of a parent;
involving their son/daughter
in decision-making from an

early age; ensuring their
son/daughter gradually
becomes a good self-

advocate; being aware of
resources available and to
help them in  career
exploration. Getting a job is
not simply a matter of qualifi-
cations but also about the
expectations of the young
person and their family and
teachers, their own self-
esteem, their knowledge of
relevant services and
resources available, having
work experience as well as
society's attitude to chronic
illnesses and disability in
general.

In recognition of the needs of
these young people and the
deficiencies in the current
service provision in the NHS,
the British Paediatric
Rheumatology Group, the
Children’s Chronic Arthritis
Association and the Lady
Hoare Trust for Physically
disabled  children  have
embarked on a national
multi-centre 3 year study to
see if a co-ordinated transi-
tional care program can
actually improve the quality
of life for these young people.
This is funded by the Arthritis
Research  Campaign and
formally started in September
2000.

In summary, adolescents with
JPSA and/or psoriasis have
distinct needs and issues that
differ from those of children
and also adults. Both
paediatric and adult rheuma-
tology and dermatology teams
need to be aware of these
differences and support a
multidisciplinary approach
actively involving the young
people themselves as they
grow up into fulfiled and
independent adults.
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For the treatment of itching and dry skin seen with
eczema, dermatitis and scaling skin conditions.

Crookes Healthcare, Nottingham NG2 3AA. Always read the label.
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PsA research at Leeds

Qualily of Life

The Quality of Life project
funded by the Arthritis
Research Campaign, started
on the 1 September 1997,
examining two complex
diseases - psoriatic arthritis
and systemic lupus erythem-
tosus (also known as “lupus”
or SLE). The aim was to
develop a questionnaire to
measure the quality of life of
patients suffering with both
these diseases. Such a
measure would help doctors
and nurses to monitor the
progress of patients and their
response to treatment.

The project has progressed
very well, first of all
researchers interviewed 50
patients with each condition.
Key points raised by the
patients were then identified
and a questionnaire prepared,
which was sent out to
another group of 150
patients, 100 “psoriatics™ and
50 “lupus”. Following this
responses were received and
allowed a further refined
questionnaire to be made.
This was then sent to a much
larger group of patients, 500
“PsA” and 100 “lupus” and
these responses have now
been received and are
currently being analysed. It is
hoped the final phase will be
completed by November
2000. It is a great credit to
David, Julie and all the
subscribers to PAA that this
study has been successfully
brought to this penultimate
stage. Of course the hard
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by Dr Douglas Veale

work is only beginning for
some of us, I have to sit down
now with the team and derive
the final instrument from the
analysis I will then write a
paper on this which will be
submitted to Arthritis and
Rheumatism Journal for
publication. Many thanks for
all your hard work!

New Treatments

Many of the subscribers to
PAA will be aware that we
have undertaken a study of
Cyclosporin in combination
with Methotrexate for severe

PsA, in association with
Novartis Pharmaceuticals
and a group of

Rheumatologists in Holland
and Belgium. This study is
just over half way to
completion, volunteers in the
Yorkshire region who are
currently taking a stable dose
of Methotrexate but whose
disease is not fully controlled
are still being recruited.

In addition, we are planning a
new study of anti-TNF therapy
in PsA which will be
commenced shortly.

Pathogenesis of
Arthrilis

We have over the past five
years undertaken several
studies examining the nature
of joint inflammation in PsA
and in RA. We have described
some unique findings relating
to blood vessel growth in
arthritis which may be very

important for the

development of new
treatments for the future.
This work was originally
published in the Arthritis and
Rheumatism journal and it
was picked up by the
Financial Times also! The
follow-up studies have look at
the expression of specific
growth factors, at the
molecular level, which may
be responsible for these
changes. The preliminary
results from these studies are
about to be submitted for
publication but there is a long
way to go and more studies
require to be done.

I would like to thank
all those who have
participated in this
work.



S0 you're thinking
of starting a family?

by Fiona Pringle

Will I have problems
conceiving?

1 in 6 couples experience
difficulty conceiving. This can
be as a result of female
problems, male factors or a
combination of both.
Common reasons for failing
to conceive include tubal
damage, endometriosis,
ovarian failure, and low
sperm count. In  many
couples the cause for their
infertility is “unexplained”.
Most couples will conceive
within a year, however if you
are experiencing problems
you should seek advice from
your GP initially who can then
refer you on to a
Gynaecologist if necessary
for further investigations and
treatment.

Will my fertility be affected
if I already have PA?

PA itself should not be
directly  responsible for
fertility problems however,
sometimes the treatments
and drugs used to treat the
condition can reduce your
fertility. Often the affect of
the drugs on your fertility is
reversible once the drugs are
stopped. If you are thinking of
starting a family then you
should discuss it with your
GP and hospital consultants
first.

Is the condition genetic?

If one parent has PA then they
have a 1 in 4 chance of having
a child with PA. If both
parents have PA then that risk
increases to approximately a
3 in 5 chance of their child
developing PA.

Can I go anywhere for
genelic counselling?

Before trying to get pregnant
it is advisable to discuss it
with both your GP,
Dermatologist and
Rheumatologist as they will
be able to advise you about
problems you may face during
your pregnancy and the risks
to a child of developing the
disease. Most large hospitals
have a consultant geneticists
but it is unlikely that you
would need to see them.

Will my PA become worse
or improve during
pregnancy?

Approximately 80% of women
find that their PA improves
during pregnancy. Often the
symptoms re-occur 6-12
weeks following delivery. In
some cases the psoriasis or
arthritis presents for the first
time during pregnancy.
During pregnancy hormonal
changes cause the ligaments
to stretch to allow the pelvis

to accommodate the growing
baby. This together with the
additional weight of the baby
can also cause lower back
problems in later pregnancy.
It is therefore advisable to
see a physiotherapist
regularly. Aqua-natal classes
are also widely available,
your midwife should be able
to advise you of the classes
held in your area. These
exercise classes take place in
a swimming pool so that the
weight of the baby is
supported by water.

Will I have Lo stop any
drug therapies prior to
conceiving and during my
pregnancy?

Before trying to conceive you
must discuss your plans with
your doctor. Several drugs
used to treat PA are not safe
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to take whilst pregnant and
some of them even need to be
stopped several months prior
to conceiving as they are
harmful to an unborn baby.
Some of the drugs are also
associated with reduced
fertility.

Methotrexate-Reduces
sperm count in men and
causes ovulatory problems in
women. The effect is
reversible but should wait 6
months after stopping the
drug before conceiving as is
associated with fetal
abnormalities.

Azathioprine-There is a
possible increase in of
abnormal birth defects.
Small concentrations of the
drug have been found in
breast milk. Should only be
used in pregnancy if the
benefits outweigh the risks.

Non-steroidal anti-inflam-
matories (NSAID) These can
reduce amniotic fluid and are
excreted in inflammatory
drugs breast milk. Therefore
should be avoided in last 3
months of pregnancy or
whilst breast feeding.

Gold -Safe use has not been
established in pregnancy.
Advise to wait 6 months from
stopping treatment before
trying to conceive.

Sulphasalazine -No data on
safety in pregnancy available.
Lowers sperm count but this
is reversible once drug
stopped.

Calcipotriol -Safe use in
pregnancy has not been
established therefore avoid
unless no other alternative
available.
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Voitarol -Prostaglandin
inhibitor, therefore prolonged
use of high doses can affect
ovulation. Avoid in pregnancy
unless no alternative
available.

Will my midwife know
anything aboul my
condition?

Your community midwife may
not know much about PA so
expect to be teaching her!
However most large hospital
have a specialist unit that
cares for women antenatally
that have additional medical
problems and they should be
able to advise you on your
pregnancy, delivery and post-
natal period.

Useful addresses:

CHILD

(The National Infertility Support Network)
Charter House 43 St Leonards Road
Bexhill On Sea East Sussex TN40 | JA
Tel: 01424 732361

ISSUE
(The National Fertility Association)
114 Lichfield Street, Walsall WS11 SZ
Tel: 01922 722888

Miscarriage Association

c/o Clayton Hospital Northgate Wakefield W.Yorks WF1 3JS

Tel: 01924 200799

HFEA
(Human Fertilisation and Embryology Authority)
Paxton House, 30 Artillery Lane, London EI 7LS
Tel: 020 7377 5077

National Childbirth Trust (NCT)
Alexandra House, Oldham Terrace, London W3 6NH
Tel: 020 8992 8637

National Endometriosis Society

50 Westminster Palace Gardens

Artillery Row, London SWIP IRL
Tel: 020 7222 2776

Fiona Pringle
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Conifarance 2007

Saturday 29" September 2001
WOBURN SAFARI PARK

BEDFORDSHIRE
9.00am - 4.30pm

o SPECIALIST TALKS » PRODUCTS EXHIBITIONe
e PRACTICAL ADVICE & DEIVIUNSTRA TIONS o

'ﬁ*"&

This conference is organised by the the Psoriatic Arthropathy Alliance. A national charity dedicated to raising awareness
and helping people with psoriatic arthritis and its associated skin disorder, psoriasis.
Registered charity number: 1051169
Further information can be obtained by contacting:

PO Box 111
St Albans, Herts. AL2 3JQ UK
Tel/Fax: +44 (0) 1923.672837. e-mail: info@paalliance.org

A Registered Company Limited by Guarantee No: 3055414. Registered office: Faulkner House Victoria Street St Albans Herts AL1 3SE
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COIFERENICE

A really special day at
the PAA Conference
in September 2000
everybody had a great
time and we even

Y found out a lot of new
things

@ The Grand Draw
taking place - Sylvia
Adames and
a willing helper.

The Grand
Draw in fullvs
swing

& Even children enjoy
themselves at a
PAA conference
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<1 Benefits isn’t monkey

business when explained

by Brendan Spilane from
the Benefits Agency

ih pictures

& Pamela Hardy demonstrating
techniques of a Chiropractor.
See page 12 for full report.

B

Pamela Hardy’s
daughter Fiona
taking a well
earned rest 1=
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WHY AREN'T YOU LISTENING?

Listening Books is arn awudio library serwvice for peopie who
Ffirmd it difficandt to read in the wswal way. IFf yow fFind it difficult
fo read or even hold a book becawse of illness or a disability,

you are eligible to join owsr service.
Membership is Jless tharn £1 per week.

Lifeline
for peoplie
with
special
needs

The
National Listening

Library = =
For further information please contact:
> Free postal delivery To yoassyr adoos Listening Books
5 Owver 3,000 titles, new titles every smonifs T2 L ant Street®
— Books for jeiswre, books Tfor learning - Londomn SET TQMH
— MMerrwbersihhip fless tfhvary £7 per wweelk - Tel O20 7407 94717
o Extensivg ra“nge‘of tiths for adults and children Emmail: info@listening-books.org.-ck

Or visit our website at www.listening-books.org.uk

Register: 0. 264221

VIP HEALTH HOLIDAYS
AT THE DEAD SEA -
The Alternative Way

- The high salt and mineral content of the Dead Sea
and the therapeutic mud, enriched by the Dead Sea

ultra violet sun rays, can provide Psoriasis and
Psoriatic Arthritis sufferers the opportunity of
individual and specific treatment
' under medical supervision.

“Sufferers firom across S~
I.;_z_gr'o gather at the % 3 £
;_-r' Dead Sea for this unique
. and exceptional experience L

hy not join them? 2

- .

==

For a copy of our brochure, including Please send me a copy of your latest VIP Health Holidays brochure
special reduced group offers, please

complete and return the reply slip to: Name: v.P

Karen Michaels,
Address: fravel

With You All The Way

VIP HEALTH HOLIDAYS,
2nd Floor, Sovereign House 11/19 VIP HEALTH HOLIDAYS

A division of Peltours Ltd

\
:—‘4@‘ -
[vaz IATA
V9786

Ballards Lane London N3 1UX or
call Karen on 01923 850820. Tel:
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CHIROPRACTIC &
PSORIATIC
ARTHRITIS

Pamela Hardy

Pamela is a chiropractor who
practices with her daughter,
Fiona and several other
complementary practitioners
in Lymington, Hanis.

INTRODUCTION:

First a little history to put you in
the picture. We know from
ancient documents that manipu-
lation has been practised for
thousands of years, for example
by the Incas and the ancient
Greeks. The founder of modern
chiropractic was an American
healer called Daniel David
Palmer. Since its inception in
1895, it has grown to be the
third largest healing profession
in the world after medicine and
dentistry. About 4 years ago an
Act of Parliament was passed,
which precludes anyone calling
themselves a chiropractor who
is not suitably qualified to the
standard that the government
has laid down. To become a

British
Chiropractic Association, to
which I belong, requires a full-
time five year degree course and
then on-going training. We also
have a statutory obligation to

member of the

belong to the College of
Chiropractors and undergo
postgraduate learning.  Our
educational standards and
professional responsibilities are
the same as you would expect
from your general practitioner
or hospital consultant.

The chiropractic profession
specialises in the diagnosis and
treatment of nerve, muscle and
joint disorders. It is therefore
familiar with the mechanical
aspects of psoriatic arthritis. By
mechanical I mean the joint pain
and stiffness that sometimes
accompanies the skin condition.
With all forms of inflammatory
arthritis, such as psoriatic
arthritis, there are periods of

time when the inflammation is
active and aggressive and then
episodes of remission when the
inflammation in the joint has
subsided leaving reduced
symptoms. Chiropractic may be
an option that could give you
some symptomatic relief by
caring for your joints and so
allowing you to enjoy the very
best quality of life possible.

To enable you to do this we will
look at three main topics:

1. What chiropractors do?

2. Where and why
chiropractic could fit into
your programme of care?

3. How do chiropraclors
treat patients with
psoriatic arthritis?

What do Chiropractors do?

Chiropractors specialise in the
diagnosis and treatment of
conditions that are the result of
mechanical joint dysfunction
and the effects these dysfunc-
tions have on nerves and
muscles. It is most commonly
spine or joint pain that bring
people into our offices. We may
actually diagnose your arthritis
initially. If 1 suspect that
someone has psoriatic or
another inflammatory arthritis I
will immediately refer that
person back to their general
practitioner. I do not treat as
many people with psoriatic
arthritis as I could because
unfortunately after they return
to their doctor I rarely see them
again. However, from my
experience, chiropractic care
can actually complement the
other treatments. 1 would
recommend both sufferers and
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their doctors to consider it
seriously as a form of care.

Chiropractors always look for
the reasons for pain. We are not
just  interested in  your
symptoms. The problem is often
a long way away from where the
symptoms are. We  will
endeavour to find out which
structures in your body are
causing your pain, Then we treat
the causes very specifically if we
are able to.

When and why should
chiropractic fit into your
programme of care?

The when is very simple. As
soon as an inflammatory
episode has subsided a
chiropractor may be able to
help. The manual techniques
that chiropractors wuse are
contraindicated during inflam-
matory flare-ups and should not
he carried out then. The
reasons that chiropractic may
help between flare-ups are;

* It helps to reduce pain and
stiffness. It is the joints between
the bones that allow our bodies
to move. During psoriatic flare-
ups it is not only the joints but
also the ligaments that are
attached to them that become
inflamed. As long as the inflam-
mation persists, the patient is
unable to use the joint properly.
Even when the flare-up is over,
the joint may remain stiff and
painful. This can be due to some
cartilage damage within the
joint and that cannot be healed.
But some of this stiffness and
pain is due to muscle and
ligament  dysfunction and
chiropractic can help.
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* It helps to remove muscle
tenderness and spasm. This
spasm causes muscles to be
weaker than normal. This makes
limbs feel weak and joints are
even more unstable. Muscles
provide vital protection to the
joints. Correspondingly well
functioning  joints enable
muscles to have proper tone and
strength. Chiropractic helps to
prevent a vicious cycle of
weakness and stiffness.

* (Chiropractic may assist in
reducing degenerative joint
changes. Persistent joint inflam-
mation may cause cartilage and
underlying bone erosion. Where
chiropractic care may help is in
reducing the speed at which
degenerative changes continue
in people suffering with
arthritis. We believe this to be
due to avoiding continuing
stresses on joints by encour-
aging, more quickly, the joints to
function as normally as
possible.

How do chiropractors itreat
patients with psoriatic
arthrilis?

* Assessment: First we assess
joint movement both individually
and in the way you move, stand
and sit. We do this by looking at
the active range of movements
to see the amount of joint and
soft tissue damage. We look at
the way you walk, how you move
your back and at the strength
and function of muscles. This
will draw our attention to
dysfunctioning joints which need
the most help.

* Then we gently traction each
joint and mobilise it

* We often use massage and
ultrasound therapy on muscles
to relieve tenderness and
spasm. We also use this therapy
to relieve pain and stiffness so
as to reduce wear and tear on
joint surfaces

* We are very keen on rehabili-
tation and preventative care.
We teach patients simple
exercise programmes to do at
home and provide ergonomic
advice. We do our best to help
patients to help themselves.

Summary:

I hope that this information is
interesting and useful. It may
give you encouragement to
know that chiropractic care is
a further option for treatment
for your arthritis.
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THE NETWORK OF TOURISM SPECIALISTS

Dead Sea 2000 - International Dermatology Congress
“New research highlights the medical benefits of the Dead Sea”

The first Annual Dermatology Congress, “Dead Sea
2000”7, took place in Israel in September last year
presenting radical new treatments and research into
psoriasis to the international dermatological
community. Hosted by the Dead Sea region between
the 7th and 9th September delegates included over 60
dermatologists from Europe and from the U.S., some
of whom are leading world experts in the treatment of
psoriasis, and 25 chairmen and representatives of
psoriasis associations from 13 countries.

The world experts contributed by outlining innovative
psoriasis treatment procedures, with a special focus on
the unveiling of new research on psoriasis developed
in conjunction with the Dead Sea. This new research
was presented for the first time to an international
forum by Prof. Michael David and uncovered the
potential of climatic treatment in the Dead Sea for skin
diseases in general and psoriasis in particular. Prof.
Michael David is Chairman of the Dermatological
Society of Israel and Head of the Dermatology
Department at Beilinson Hospital

Dr. Marian Amir (Ben Gurion University) presented a
new paper showing the significant improvement in the
quality of life of psoriasis patients treated at the Dead
Sea in four parameters: body pains, mental health,
general health and vitality. It should be noted that the
influence of the quality of life parameters in different
treatments or in the use of drugs, lately proved a
decisive factor in the decisions made by the treating
physician.

Another paper presented the comparison between
treatment costs in the Dead Sea compared to treatment
in a Swiss hospital. It has been found that climatic
Dead Sea treatment is cheaper by as far as 31 to 55
percent from conventional treatment in Switzerland.
The immediate result of such a successful congress is
to raise the level of awareness for the climatic Dead Sea
treatment to the same level as other conventional
treatments used by the international medical
community.  Furthermore, the region plans to
encourage the medical community all over the world
to deepen their research into the natural characteristics
of the Dead Sea climatic treatment.

Among the international participants were 60
dermatologists from Europe and the U.S and 110
physicians from Israel, including most of the heads of
dermatology departments from local hospitals. The 25
chairmen and representatives of psoriasis associations

from 13 countries, included members of IFPA. During
the congress, a meeting took place between members
of IFPA and the region’s tourism organisations: the
Dead Sea Hotel Association (DSHA)and the local
Tamar Regional Council (TRC) to discuss possibilities
of strengthening ties with the psoriasis associations in
different countries. The DSHA and TRC, presented the
Dead Sea climatic treatment and its results to the 13
chairmen, who represent hundreds of thousands of
psoriasis patients. The majority of the Chairmen, most
of whom were on their first visit to the Dead Sea,
agreed that discussions should continue to help jointly
promote incoming health tourism for psoriasis
members of their associations.

Other findings from the conference include those of
Prof. Gotlieb, who presenting from a research institute
in New Jersey, U.S.,, revealed a correlation between the
disappearance of rash with psoriasis patients and the
disappearance of pathological and inner cells
symptoms.

The conference was held under the auspices of the
International Federation of Psoriasis Associations
(IFPA) at the Hyatt Regency Hotel, Ein Bokek

Additional Notes:
The unique natural elements of the Dead Sea are:

Fire(Sun) where 420 metres of three natural layers
(atmospheric, evaporation and ozone) in the
atmosphere allow only the UVB rays to filter through
which are almost harmless to the skin, to burns and
skin cancer.

Wind(Air) which contains high concentrations of
minerals and has approximately 8% more oxygen than
anywhere else in the world due to the high barometric
pressure.

Water (Dead Sea) containing 21 minerals, 12 of which
cannot be found in any other waters, and 1 0 times
more salts and minerals than the Mediterranean Sea.

Earth (Mud) which is a homogeneous mixture of Dead
Sea minerals and organic elements from the shoreline.

The combination of these natural elements proves to
be vital in the curing of dermatological diseases such
as eczema and psoriasis while the high Oxygen
content proves beneficial to those with respiratory
disorders.
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The Hydromols - two helpiny
hands 1o reduce moisture 10ss

Hydromol Emollient

(light liquid paraffin, isopropyl myristate)

e always used with water - in the bath,
infant bath, shower or as a sponge-

down

e ecasily dispersed in the water

e cosmetically acceptable

e casy-to-clean the bath or

shower-base after use

e free from fragrances,
preservatives and
laolin
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EMOLLIENT
1 Litie
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HYDROMIOL
EMOLLIENT
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HYDROMIOL
EMOLLIENT

Further information available from: Quinoderm Limited

SN

Hydromol Cream
(sodium pyrrolidone carboxylate)

° always apply after bathing,
having patted the skin dry

e double-action, hydrating cream

e cosmetically acceptable

° free from fragrances and

larolin

Manchester Road Oldham Lancashire OL8 4PB



PAaAa Publications

order form

Copies of current and back issues of PAA publications are available at the costs set out below.
PLEASE indicate which publication(s) you require, and return this form with your remittance.
Postage is free on chargeable items but a suggested donation of £1.00 would be gratefully

accepted (for free publications enclose a 6" x 9" SAE) to:
PAA Publications PO Box 111 St Albans Herts AL2 3JQ
All payments should be made payable to the
PSORIATIC ARTHROPATHY ALLIANCE

Publication title Issue no. | Publication Date | Unit Cost |Qty. Required| Sub total
Newsletter 7 September 1996 £3.00

Skin 'n' Bones Connection 7 December 1996 £3.00

Newsletter 8 March 1997 £3.00

Skin 'n' Bones Connection 8 Summer '97 £3.00

PAA News 9 Autumn '97 £3.00

Skin 'n' Bones Connection 9 Winter '97 £3.00

PAA News 10 Spring '98 £3.00

Skin 'n' Bones Connection 10 Summer '98 £3.00

PAA News 11 Autumn '98 £3.00

Skin 'n' Bones Connection 11 Winter '98/99 £3.00

PAA News 12 Spring '99 £3.00

Skn'n'Bones Connection 13 Winter 2000 £3.00

What is Psoriasis? leaflet - - Free

What is Psoriatic Arthritis? leaflet - - Free

PAA subscription form leaflet - - Free

PAA contact poster A4 - - Free

Psoriatic Care Fact File- 26 fact sheets 1st edition | 1998 £7.50

Psoriasis - A Guide To Emollients - 1999 Free

PAA -The Birth of a Charity A4 pamphlet 1st edition | 1996 50p

The follow non-PAA publications are also available by sending a 6"X 9" SAE.

Key facts about psoriasis booklet - - £1.50

So You've Got Psoriasis booklet - - £3.50

+ suggested postage donation £1.00
TOTAL COST £

Name Title Telephone
Address
Postcode Country

Please allow 28 days for delivery. Thank you.

This information is supplied by the Psoriatic Arthropathy Alliance. A national charity dedicated to raising awareness and helping people
with psoriatic arthritis and its associated skin disorder, psoriasis. Registered charity no 1051169.
Further information can be obtained by contacting:
PAA PO Box 111 St Albans Herts AL2 3JQ . Tel/fax: 01923 672837. E-mail info@paalliance.org
A Company limited by guarantee registered in England no: 3055414.
Registered office: Faulkner House Victoria Street St. Albans Herts AL1 3SE.

Issue 14 2001 page 17 E)

UENLBUUED) SOUCE: LUUMS



SRIN nBeneEs Conneciion

TO REGISTER OR SUBSCRIBE TO

SKIN ‘N’ BONES CONNECTION
PLEASE FILL IN AND RETUREN TO PAA

SUBSCRIPTION FORM

Please complete the following clearly:-

SECTION 1 & SECTION 2 (optional)

SECTION 1
First Name(s)

Last Name
Title (Miss, Ms, Mrs., Other)
D.o.B
Address

Postcode.

Country

Telephone
Fax

E-mail
Mobile

1 would like to be added to the PAA Register (Free) D

1 would like to subscribe to Skin ‘n” Bones Connection D
UK - £12.50 (including postage and packing) D
Overseas: £20.00 (including Air postage and packing)

1 enclosed my annual subscription fee of: £ ..

1 would like to make a donation of: £

PLEASE MAKE CHEQUES PAYABLE TO:
“PSORIATIC ARTHROPATHY ALLIANCE” Thank you.

Signed:

Date

QUESTIONNAIRE

(Completion optional and confidential)

SECTION 2

Where did you hear about the PAA?

Occasionally we are supplied with product information and

samples, as a would you like to receive these in the future? YES/NO
Would you be willing to enter into confidential surveys
relating to psoriatic arthritis and/or psoriasis? YES/NO

How long have you had PA?

How long have you had Psoriasis?

Areas/joints affected?

Medication tried (please list)

Current Medication taken? (please list)

Any family history of PA or psoriasis in your family? ...

Other information:
Are there any websites or publications you think would be of interest to
our readers? (please list)

Signed

Date

All information given on this questionnaire is treated with the
strictest confidence and will not be given out without the prior
permission of yourself.

Thank you for your time and co-operation in the
completion of this form.

What do I get if I Register?

e (QOpportunity to take part in patient focus group meetings

e Receive relevant mailings via PAA (such as surveys, new product information etc.)

What do I get if I subscribe?

Benefits of becoming a subscriber to Skin 'n’ Bones Connection are:

Two issues per year (two back issues immediately)

Free new information leaflets when produced
Publications list
Automatic inclusion to the PAA Register
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Other mailings during the year about PAA activities and events.

PLEASE RETURN TO:
Subscriptions
Psoriatic Arthropathy Alliance
PO Box 111
St Albans Hertfordshire
AL2 3JQ UK




Dear PAA

If someone wants to know all about the
research on psoriasis and psoriatic
arthritis that is going on all over the
world, all they need to do in enter
“www.google.com” on the internet and
type in “psoriasis” and hit search. You will
find 172,000 entries.

I have personally had psoriasis for over
50 years and psoriatic arthritis for the
past 15 years, and have been able to keep
it under control for the past 17 years by
utilizing a therapy given to me by a
dermatologist that I was going to. It
consists of an injection of 40 mg kenalog
followed by 40 mg prednisone for the next
four days and then four additional doses
of prednisone every other day for four
times. The psoriasis lesions completely
clear up and usually lasts for six to eight
weeks. I go through this routine every two
months and have been extremely happy
with the results. Even considering the
side effects of steroids I suffered for years
with long sleeve clothes and trying to hide
the scales in my hair, on my hands and
face. Finally, 1 found a way out of that
mess and heartache. Probably won’t work
for everyone and I won’t recommend it,
but it is food for thought.

Bob Bilbruck
Corona, CA USA

Dear PAA,

I am writing to let you know that I have
successfully appealed against the Benefit
Agency’s refusal of my application for the
Higher Mobility Component of the
Disability Living Allowance (DLA). The
Tribunal’s decision was unanimous that I
do qualify for DLA by virtue of being
“Virtually unable to walk”. It was also
backdated to 9th February last year,
when | was examined by the DSS doctor.
I was represented by the Citizen’s Advice
Bureau’s (CAB) Disability Information
Service. 1 was very apprehensive about
going to the appeal, but found that the
tribunal, which consisted of a lawyer, a
doctor and a care worker were very kind
and sympathetic. They asked questions
for about half an hour, then we left the
room for 5 minutes whilst they made their
decision. My representative said that
unfortunately only about 1 in 10 people
appeal against DLA refusals and that
more people should appeal, using the free
representation offered by the CAB. These
people know the ropes and procedures,

and make it a painless process for the
applicant. Also, 1 have complained to
North Yorkshire Social Services because a
few months ago, they wrongly refused to
give me a Blue Badge application form,
saying I could only have a blue badge if in
receipt of DLA. This was despite my GP
sending me there for a form because of
my severe walking difficulties due to the
PA! Again, the CAB came to the rescue,
phoned the Social Services manager and
told them they were out of order by
refusing me a parking badge application
form. This is not just a one-off, it appears
to be the policy of North Yorkshire Social
Services as several others have gone to
the CAB for help with the same problem.
Again what is unfortunate is the number
of people who just go away and don’t
query the incorrect information which
government officials are telling them. I
am pleased to say that I duly received my
blue parking badge and that life has
become considerably easier now I can go
out and about a little more. Perhaps it
may be worth letting others know of my
recent experiences, that the CAB are
there to help us all, and that most
important, don’t take what the bureau-
crats tell you at face value. If you do have
walking difficulties due to PA and are
rebuffed by government departments, go
to the CAB and ask for representation to
appeal. They will only represent you if
they think you have a good case, so there
is nothing to lose, and after all we all pay
for the benefits and the wages of the
bureaucrats who seek to avoid helping
people who become disabled through no
fault of their own. Finally, the
government’s recognition that I have a
disability means 1 qualify under the
Disability Discrimination Act (DDA), and
should go a long way to helping me get
justice in my Employment Tribunal
application against my employer for
discrimination, victimisation and failing
to make ‘reasonable adjustments’ as
defined in the DDA. I will keep you posted
of developments in this matter. If you
want to print any of the above in Skin ‘n’
Bones you have my permission, I hope it
will encourage others to stand up for
their rights and fight against the discrim-
ination which is endemic in society and in
the very government departments which
are supposed to help us!.

Best Regards,

Paul Tiffany.

Dear PAA

I am a lecturer in University of
Cumbhuriyet, School of Medicine, Sivas,
Turkey. As you probably know, there is a
place in Sivas called as Cermik with Fish
(Balikli Cermik). This place is famous
because of little fishes in natural warm
water these are effective on the treatment
of psoriasis (scientificly proved by
previous studies performed with a
limited number of patients. Please
visiL  our university's web page
www.cumhuriyet.edu.tr).

I am planning to organize health tours to
Balikli Cermik which also going to be
used for investigating the effectiveness of
Cermik on the treatment of psoriasis. All
patients will be examined by dermatolo-
gists before, during and after the
treatment period (21 days) and take a
part of scientific study.

This health tour programme was not
planned only for commercial purposes,
but also for scientific purposes. As you
can imagine that if we cannot reach
scientificly significant number of patients,
the results may not be significant. In any
case, I am sending you the full details of
our programme with total prices.

Our responsibility for the tour will start
from Istanbul International Airport.
Patients will come to Istanbul on their
own or with an international tourism
organizations with those we have already
contacted.

Total price is $1,950. Price for 21 day
cure includes: - Flight from Istanbul to
Sivas (return) - 21 days full board
accommodation in 4 stars hotel (Sivas
Buyuk Otel) - Entrance fee for Cermik
with fish - Transports (from and to
airports, from and to Cermik with fish
everyday) Cermik with fish is 110km
away from Sivas and everyday patients
will be transported by air-conditioned
coach. - Guidance

- Physical examination by academic
dermatologist before, midterm and after
the cure.

- Blood tests for HIV, Hepatitis A, B, and
C before the cure

City tours

Turkish night at the end with a small, but,
local originated presents

Optional: Private tours for other parts of
Turkey as touristic purposes by profes-
sional tour organisers.

If you are interested in, please do not
hesitate for further information

Yours sincerely,

A. Serdar Soydan, M.D., PhD,

University of Cumhuriyet

Department of Pharmacology

58140, Sivas, Turkey

e-mail: ssoydan@cumhuriyet.edu.tr
Phone work: +90.346.2191010 ext:1063
Mobile phone: +90.532.4156207
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DIARY DATES

British Society for Rheumatology
A.G.M. & SPRING MEETING
24th - 27th April 2001
Edinburgh, Scotland

PAA CONFERENCE
Southern Region
5TH MAY 2001
BOSCOMBE, DORSET

PAA Conference 2001
29th Sentember
Woburn Safari Park Beds,
9.00am 4.30m

Vaccine ‘switches off” psoriasis

Vaccine could offer hope for
patients with psoriasis. A vaccine
which “switches off” part of the
immune system could provide a
treatment for a debilitating skin
condition. In tests, psoriasis
disappeared in a quarter of cases
and half saw an improvement.
Benefits lasted for 18 months.
Psoriasis is a disfiguring genetic
condition, which affects at least one
in 50 people in the UK, making it as
common as rheumatoid arthritis and

What’s New!

BodyRub-a brush for personal care.

To have a massage & increase the circulation of the blood in aching,
swollen, tingling & tired feet is something everyone needs now & then.
With this in mind ITZA-Produkter have developed an everyday aid for
personal care, designed for everybody but especially for functionally
disabled, diabetics, rheumatics & people with psoriasis. BodyRub is a
brush that is very practical & gives you the possibility to take good care
of your personal hygiene & provides you with professional foot care.
www.itza-produkter.com E-mail: itza@itza-produkter.com

STOP
PRESS

Out Soon, 2 new leaflets

had been killed using heat treatment.
The New Zealand team used the
same preparation in their vaccine. Dr
James Watson, the Auckland

researcher who led the trial, said available from the PAA.
most research concentrated on Nail psoriasis and a
trying to find the proteins which . . ,
trigger the disease. Instead his team booklet on CIIH.ICHI Trials.
had concentrated on changing the If you would like a copy
response of the immune system. please send a SAE to:
Somehow the vaccine reprograms

the immune system, turning off cells PAA, PO Box 111,

that attack the skin. St Albans, Herts. AL2 3J().

diabetes. It is thought to be caused
by a malfunctioning of the immune system,
which causes accelerated growth of skin cells.
These cells pile up on the surface of the skin
when the body cannot shed them fast enough,
leading to unsightly patches of raised red skin
covered by a flaky white build-up. The condition
tends to affect people first in their twenties,
though people can carry the gene and not suffer
from the condition. Treatment can currently
either be with a drugs or with a cream. Psoriasis
is rarely fatal, but the psychological damage
people can suffer because of the disfigurement ‘BENEFIT TO PATIENTS’

can have a devastating effect on their lives.It can Christopher Griffiths, professor of dermatology
flare up because of stress or severe throat at Hope Hospital, Salford in Greater
infections. Manchester said a vaccine would benefit
psoriasis patients.

He said: “The treatments we have for severe
psoriasis sufferers sometimes have quite signif-
icant side effects and have to be given on a
regular long-term basis.

“If this is given once and it lasts for a year,
year and a half, it’s probably going to be an
advantage.”

He predicted that psoriasis may be shown to be
several similar conditions, with different
treatments suiting the various forms.

The study is published in New Scientist

Dr James Watson Lead researcher said though
the vaccine worked, they did not know why it
had been successful in treating psoriasis.
“Somehow the vaccine reprograms the
immune system, turning off cells that attack
the skin.”

He added that trials on animals had shown that
the vaccine could be modified to be effective
against other autoimmune diseases such as
cardiovascular disease and diabetes.

VACCINE HOPE

The vaccine, developed in New Zealand
appears to “turn off” part of the immune system.
The researchers say that a single shot can offer
long-lasting protection.

The vaccine was tested on 24 patients with
psoriasis. Larger trials are now being carried
out. Researchers carried out the trial after tests
of an anti-leprosy virus in India had failed to cure
leprosy, but had cleared up one patient’s
psoriasis. That vaccine contained microscopic
organisms called Myobacterium vaccae which
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