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type events later in the year that Mr. Lan-
sley has agreed to attend so there will be
another chance to get our points across
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tary of State for Health. ' awareness raising that can be done!

He then answered questions for 15 minute . .
i ; . These are very productive times for the
Andrew Lansley spoke for around 40 minute pefore eaving. It was noticeable that a goo y P

He set out the five priorities which were: Society and that is (as usual) due to all the
hard work of our members all across the

country. Have a good summer,

proportion of the questions were about care
First, that patients must be at the heart o of long term chronic conditions and | think i
everything, not just as beneficiaries of care is safe to say that the Secretary of State wi
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Nima and | found that in scleroderma, cells in the epidermis are
highly abnormal. We found that cells in the epidermis closely re-
semble active cells seen in wounds, and they have high levels of

CONNECTIVEISSUEDISEASERABORATORY : , ,
_ proteins normally found only during the wound healing process.
ost researchers studying scleroderma have focused on the Also, samples of the epidermis taken from scleroderma patients

I\/I deeper layers of the skin because this is the site of scar tissueare able to stimulate normal fibroblasts and cause them to change
formation leading to the skin thickening and tightness experienced into scarforming cells. We are the first group to show this and this
by patients. We recently have become interested in the very super- is a novel and important finding. We now believe that in part, the
ficial layer of the skin (epidermis) because this layer of cells takes askin fibrosis is being driven by the abnormal active cells in the
very active role during tissue repair and wound healing, and we epidermis, which signal to and stimulate fibroblasts in the dermis
found that proteins specific to this layer of skin were present in to form scar tissue. This is important because drugs which block
abnormal amounts in skin biopsies taken from patients with severe the signal from cells in the epidermis would help switch off the

REPORFROMTHEROYALFREEHOSPITAL

scleroderma. Because of these findings Nima Aden, Joanna Niki
torowicz and | have started to look more closely at the epidermis in
scleroderma, looking for signs of injury or activation of the keratino-

cyte cells that make up the epidermis, and testing whether these

cells are able to promote fibrosis or scar tissue formation.

Figure 1 Abnormal epidermis in scleroderma skin biopsy.
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In healthy skin the epidermis is fairly thin and only the basal cells
express keratin 14 (red). After wound healing the epidermis thick-
ens and the keratin 14 is seen throughout. This kind of wound heal-
ing epidermis strongly activates adjacent dermal fibroblasts promot-
ing scar formation. In scleroderma the epidermis strongly resembles
a wound epidermis and we believe it stimulates the adjacent dermal
cells stimulating the scarring and fibrosis seen in the disease.

In general, normal human tissues such as the skin or internal organs

develop in cell layers, so for example the skin has a clearly demar-
cated superficial layer called the epidermis, and a deeper layer
called the dermis (Figure 1). When the skin is injured, cells in the
epidermis become highly active and, sensing the injury, release a
signal to cells in the dermis called fibroblasts, causing them to
change into wound healing types of cells which produce scar tissue.
The epidermis has a key role in controlling this response to injury
and regulates the wound healing and tissue repair process. If the
signal from the epidermis to the dermis is blocked then wound heal-

ing and scar formation do not occur. In scleroderma, fibroblast cells
in the dermis and internal organs behave as if they are trying to

repair a wound and they persist in this state for months or years.

This results in scar tissue being laid down between the cells of the
dermis, and in internal organs such as the lung.
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disease process in the skin.

Presently Joanna and | are trying to determine the precise nature
of the signal being released by cells in the epidermis in
scleroderma. We are screening the active proteins being released
by cells in the epidermis in order to test which one is causing the
stimulation of fibroblasts. Also we will study skin biopsy material
from scleroderma patients in order to determine exactly how
fibroblasts in the dermis sense the signal from the epidermis. We
have a way of staining fibroblast cells adjacent to the epidermis in
order to demonstrate which type of signal they are sensing. In this
way we will be able to decide how best to block the signal from
epidermis to dermis, either by preventing its release by cells in the
epidermis or by blocking the response of fibroblasts to the signal.

Our research regarding the role of the epidermis in scleroderma is
giving us a new approach to study the disease. We are entirely
dependent on the kindness of patients who have been very gener-
ous in allowing us to take small skin biopsies from the affected
skin, usually from the forearm. This is really important to us and is
one of the best ways in which to study the disease. Some of our
preliminary studies were also supported by a donation from the
Scleroderma Society and | am personally very grateful to the Soci-
ety for their gift. We are pressing on with these studies and Jo-
anna has recently joined the team and registered for a PhD at UCL.
Thanks again to the Scleroderma Society and to all of the patients
and friends who have given the biopsies we depend on.

Joanna Nikitorowicz, Nima Aden, Richard Stratton
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SPECIALIST NURSES
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We enjoyed seeing you on the Family Day on théh]l\?iay.
We continually work hard in order to improve the ser-
vices we provide for you.

We are in the process of planning to start a London Support
Group to meet two or three times a year, therefore we will be
very happy to hear from you if you are interested in attending.
We would meet here at Royal Free Hospital. Please tell us what
kinds of things you think would be beneficial to make it a success,
for example the topics you would like to discuss, activities etc..

Also it would be helpful if people informed us times they feel
would be suitable for them to attend so that we can work

(continued on page 3)
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Erly in 2010, the trustees
f the Society appointed

a sixth trustee, Richard
Dodds. Richard brings a
wealth of many skills and
fresh ideas, not least to men-
tion his exciting plan for
Scleroderma Awareness Day
this year.

Richard first became involved with the Society last summer, and
became a trustee earlier this year. In his own words follows an
introduction to Richard and what makes him tick!

a have had scleroderma since 2001. Coming to terms with a
chronic disease and dealing with the various shaped spanners
that scleroderma can throw into the works is not always easy. The
amount of support and information that the Scleroderma Society

has provided me over the years has been a great help so the
chance to put something back by becoming a trustee is a great
honour.

| am a chartered accountant by trade and have worked on the
board of several nefor-profit organisations. | hope my skills can
help the society in its invaluable work increasing awareness, fund-
ing research and, above all, supporting people with scleroderma. |
am currently selemployed which helps me balance work and
health a little better. When not doing numbers, | am looking after
my fish, speaking Spanish or pretending | can still play tennis. |
also enjoyspending time with friends and family as well as doing
and learning new things. | think | am a bit like a ferretove do-
Ay3a t20a 2F GKAy3aaszs FAYRAyY3
exhausted and have to sit on the sofa and résit ages!

| look forward to exciting times in the society and to meeting
YSYOSNE | GKS ! Dadé

(continued from page 2)

around those times for maximum attendance. Our aim is to make
this as flexible as possible so that people can attend. If you are
interested, please contact Kim at the Scleroderma Society or
telephone 0 7000 1925

Furthermore, as a way of improving the scleroderma service, we
have done a sexual dysfunction questionnaire which some of you
will receive. We know that sexual problems is a topic which is not
usually openly discussed. However, we want to find ways of
assisting people to deal with this issue. This questionnaire is
anonymous therefore you do not need to put your details down.
We will appreciate your responses from this questionnaire and
we know it will help improve our care for you. If you would like
to fill in a questionnaire, please telephone 0207830 2326. We
will also be asking people in the clinic and you would be able to
take it home and return it to us using our stamped addressed
envelopes.

On another note we now have a new digital ulcer leaflet which
you can pick up next time you are in clinic. Just ask one of us.

Royal Free Specialist Nurses

K.

I an exciting development for research into the impact

nand treatment of scleroderma, two large studies have

been funded recently at the University of Leeds. The studies
investigating foot problems in scleroderma and targeted treat-

ments have been funded by two major grant awarding bodies,
the National Institute for Health Research (NIHR) and Arthritis
Research UK.

The first study, funded by the NIHR, will examine foot problems in
150 people with scleroderma, and the impact that these foot
problems have on the quality of lif@he results from this study
will provide information about the different foot problems re-
lated to this disease, but also an important insight into which
factors can be modified so that they can be addressed with tar-
geted treatments. The study will support a Clinical Doctoral Re-
search Fellow, Begonya Alca¢ttarch and will run over four
years from 2010 to 2014.

The second study, funded by Arthritis Research UK, is the first in
the UK to explore systematically the best interventions for foot
pain in people with scleroderma. The study will recruit 140 pa-
tients from the centres of excellence in Leeds, Hope Hospital in
Salford and The Royal Free in London. This large -cautre
randomised controlled trial will determine whether foot pain and
foot-related general health in people with scleroderma can be
improved through the provision of simple insoles worn in the
aK2Sad ¢KS tL{/9{ &aiddRe
S@Ltdd GAZ2Yy 27F I
Redmond, Dr. Maya Buch, Dr.Philip Helliwell and Prof. Paul Emery
(Leeds), together with Prof. Chris Denton (London) and Dr. Ariane
Herrick (Salford). The study will be recruiting from autumn this
year with results due in 2012.

The new studies will from part of the growing portfolio of woriy 2 4
into the rheumatic diseases being conducted in the Foot and An-
kle STudiEs in Rheumatology (FASTER) programme, based in the
Section of Musculoskeletal Disease, at Chapel Allerton Hospital,
Leeds. Dr. Anthony Redmond, Arthritis Research Campaign Lec-
turer in Podiatric Rheumatology, University of Leeds

Atrium, Royal Free Hospital, Pond Street, London, NW3 2 QG

Welcome and opening remark®rof. Chris Denton, Royal Free
Hospital

European Scleroderma Observational StuBy. Ariane Herrick,
Hope Hospital

Living with sclerodermaHelen Cannon

The lungs in scleroderma, research and fitness teDly Eliza-
beth Renzonie, Royal Brompton Hospital

Biomarkers and its application in sclerodernfar. Voon Ong,
Royal Free Hospital

Question & Answer sessioll speakers
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Could a list be produced of all the foods comfortable with. But we have to be honest disease there can be an inflammatory re-
that people with Gl problems should con- that there is no treatment that will defi- sponses which make people feel unwell.
sider eliminating? nitely stop the process of diffuse Some people with linear scleroderma can

. ) ) . scleroderma. There are treatments that will have the antibodies we look for in systemic
Specifics should be discussed in your clini pe|s gifferent manifestations of the disease scleroderma, so it is not always black and
appointment. Gl aspects of systemic sclero- | ;yp 9835 d ¢KSe 42 v Qi white. A YT

sis are common and impact greatly on pa- prove the way you feel, such as PPI whict - i ;
tients. Patients have found that adjusting gre helpful foryGyI proble;ns. Some patients have systemic inflammation

diet can be beneficial. Other patients have . , o ~ so have generalised symptoms of fatigue
allergies or specific intolerances and may It is encouraging to think about clinical tri- etc. People with systemic scleroderma can

have celiac disease for example, and thest als. There is a lot of effort going into under- _develop localised patches of scler_odern’_na,
standing scleroderma worldwide and un- in a few cases, as a result of things like
dertaking clinical trials in academic and (G NJ dzYl @ [ 2O0FftAasSR aots$s
What works for one person may not Work cjinical centres. Also some companies are gress to systemic scleroderma, but some-

for the next. A key part is a balanced diet. It i esting in clinical trials and commercially times patients have a systemic inflamma-

is important everyone has an adequaté yeyelop drugs, but it does take a long time. tion in localised scleroderma.

mta!(e of mlcronutrlgnts. Eat_ in a way that There is large evidence to suggest immuno
avoids problems with specific symptoms. gnhressant drugs (Micophenolate, Cyclos
Simple things like spacing out meals are hiosphamide, Methotrexate) are of benefit
important. compared to patients taking placebo, par- _ _
Is can be hard to maintain an adequate ticularly the latter two. However, the risk of | @m not aware of any link between retinal
intake of nutrients for scleroderma pa- side effects needs to be balanced agains détachment and scleroderma. | am not
tients. This needs to be balanced agains benefits as some side effects can potentially @ware of a direct link between scleroderma
things you exclude; you may not want to be significant, even if the drug works. and cataract; there is a link with steroid

exclude them if they are valuable to your " dza S> odzi 6S R2yQl dasS
nutrition. Will-my condition progress over the years  gojaroderma, thought it is sometimes used

_ ~and slowly get worse even though | am on i gverlap conditions of scleroderma and
| have recently been diagnosed with Methotrexate which seems to control the  polymyositis, and then when steroids is

scleroderma. Symptoms appeared in Au- disease? used, you are at a greater risk of cataracts.
gust last year, with skin thickening all over ) ) ) )
and particularly my hands, with contrac- We know that diffuse systemic sclerosis When scleroderma and lupus occur in

tures of the fingers. Are there drug treat- Often seems to be active for a few years overlap, is one dominant over the other?
ments that are available at this stage of ;ng theln P?Cizmq? less 2Ctév:3, bugt2 does ,ncril
the disease? "otk e Fulla o ; ; '
ment with these drugs such as Met_’lh- 53:1?9;]5?5 tvr\llhenq V\,l[e d ari?ssst z?tlents t?s tg
otrexate in the early stages or in the lafel’ N (t?h s tent O‘:’] d 0 :.’1 fsfeaster asef
i stages when we realise there is clear pro- ?he cgngi)iign ;ou Sﬁvseo:;ye 0 disgzsuesesmc;
_developed your illness. Th(_a honest answel gression, as we do recognise that the dis- ition, g y
is that there is no drug available at the pre- i, cause similar effects. We would normally
: = ease often stabilises. . o o

sent moment, that we know will definitely ' look on it as an additional condition rather
alter the disease process. However, there j¢ AS | have only linear scleroderma, one than one disease dominating the other.

; would think | would be well, but | seem to .
a lot of anecdotal evidence that some treat- : There often are some features of one illness
ments that modify the immune system are Nave many new linesses over the pastfew: o y'oo oo another. We have to acknowl-
likely to have a favourable effect on the Years. Have there been any studies on edge the symptoms of one disease and of
RAZSI3S8S LINPOSaaod ¢ K linearscleroderma and what it does to thg, the other and treat these in the best way
like Micophenolate as there is some evi- 9eneral health of the patient? possible.
dence, but not first class evidence, that The commonest form of scleroderma is

these drugs will |ocalised scleroderma rather than systemic

need to be discussed in clinic.

Are eye problems like eye detachment and
younger persons cataract related to
scleroderma?

We make a judgement in clinic as rheum -

LiQa + 322R ljdSadaAz
doctors to answer, seeing you just after you

My scleroderma is giving me a lot of pain.

G¢ KSNB | NS bq_jlem@. | sGlerpsis and linear scleroderma is a local €27 @nyihing be done to help this pain,

ments that will We are involved ised form of the disease. and is it related to the Raynauds and vas-
. . ) 5

help different :goiitrrl]gr asttug:;? There has been lots of work on localised cularelement of the disease”

. . treatments and scleroderma recently and it can be an ex- Musculoskeletal pain is a major problem in
manifestations of in the UK we tensive illness. It is not just the skin, but the scleroderma. This is a non lifiereatening
the disease proc- have an  ap. soft tissue underlying the skin. It can be aspect of the disease, but can be painful
S 330 ¢K S é)roadﬁ ahbfeélj very extensive and debilitating. In children, and needs to be addressed. Treatment de-
. . di th this can affect growth of limbs. It can affect pends on working out the cause. If it is in-
cure it, but can Im_\iﬁgividli(;ﬁjsts;eat-e walking and function in anyone, and can flammation in the joints, it may be treated
prove the way you ¢ d di make things difficult and more tiring and with treatments for arthritis. If it is pain
& & 2 ments an 'S" cause fatigue. There is not a clear cut be associated with digital ulcers or infection or
FSSt o¢ cuss what you . . o )
mav be most tween linear scleroderma and systemic complications of Raynauds, it can be
y scleroderma and in the early part of the
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treated with antibiotics and prostacyclin or
iloprost for the circulation. If it is neuralgia,
the nerves are irritated and perhaps in-
flamed. In difficult cases, we involve our
pain specialists as there are treatments
which can reduce the sensitivity of the

ata GarayToth, president of the Hun-

nerves to painful stimuli.

Pain is a huge problem in scleroderma and

can be undeirecognised. In early diffus

scleroderma, skin pain can be very severs
this needs to be discussed with your doctor
so this is taken on board and addressed

properly.

[
In-Patient Experiences

TELL US ABOUT YOUR HOSP
EXPERIENCE AS ARANIENT!

patient. Because of this we are looki

care for people with scleroderma
hospital.

We would like to hear from you about yo
experiences of hospital stays. Please s
both positive as well as negative points
that we can pool the wealth of informatio
that you have to inform health professio
als and assistants in a way that is helpful
all concerned, but especially for you!

Please contact us with any brief, salig
points that you wish to share about yo
stay in hospital. Remember, in this instar
we are looking for ifpatient experience
only. It will be highly valuable to have
formation about your experiences and

confidential.

Please send information to Kim Fligelstd
via emailkim@sclerodermasociety.co.uk
to our PO box address.

into ways of helping hospital staff who

course anything you tell us will be kep

e
Bgarian Scleroderma Association and Vice
_ President of FESCA, talked about some of her
thoughts on living with scleroderma at the
patient congress in Florence this year. Her
; talk was extremely well received, and we are
| iF delighted to share it with you here.

e

a2did2yY LQY )/2[3 I LJI'G?\éy'l'fl XPLQY @2dz
may ask? The answer is simple: not easily!
Knowing that scleroderma is a chronic disease, and may bk e/ 3 6L OF y Qi S@Sy
FIOGUO GKSNB INB aS@OSNrf &idr3sa dGdKIFIG || LISNRERZ2Y
need to face during this very long period.

TAg$tages:

s  Beforediagnosig2 KI 1 Qa4 ¢NBRy3a gAGK YSK

s  AtdiagnosigL QY & Ol NBR
leroderma is a very rare conditign § 1st year¢ Hope (that treatment will help)
nd many health professiongls §  15YyearsiLeam tocope with it
i i ; § After 5 yearg; Learn and understand to live withgthave other aims, besides just hop-
ha\{e very |!tt|e experience of caring for ing for a cure
patients with this disease as an-|n

Before diagnosis:

=)
«Q

éSomething is wrong with nde® | 2dz YAIKG KIF @S LldzZFFes ag2ftf S,
fingers. It may take years until the stiffness and hard skin appear, or it may be very quick. This is a
stage that some doctors may not always recognise; some GPs may not realise what it is, which
can make it difficult to be referred to the right specialists like rheumatologists.

Ul Pwsmay feel strange. Things are not normal; it is hard to get up in the mornings and difficult to
endaf SSLI 4 yAIKGIP G¢KAA Ydzald o6S RdzS (2 GKS Yly
so side we feel something is not right.
N At diagnosis
’]_
for Time is crucial in finding the right specialist. Facing the diagnosis may not be pleasant.

1st shockg it is an incurable progressive disease. Symptoms can only be reduced, not cured. A

number of questions arise.

Nt

ur 2nd shockg the impact it may have on your appearance, changing your face and body over
ce time.

b 3rd shockg undergoing treatment, especially if it is aggressive, due to the side effectsy-

n- motherapy (cyclophosphamide), steroids, etc.

O]; At this stage it is very difficult and hard to understand what is wrong with you. Also it is harder to

accept. For manpws it takes many years.

What would be helpful?
Finding the right hospital/doctor
Thorough information (provided by doctors, nurses and physiotherapists)

Warnings about what you are allowed and not allowed to do

{OURBES

‘/7* VOCATE

Members may be interested to hear of the
. 2dzNJ

Llzo f AOF A2y a&. S
proving your life with scleroderma. An
Fdzi2 AYYdzyS RA&SI &S
in the US. You can find out more at:
www.beyourbestadvocate.com

3

What changes can be expected
What treatments are available
What exercises you should do
How to treat digital ulcers etc.

a¢C KSNBT2NEHS
Psychological helg for some, depression can appea

daé'y o0 RIS, S PRentey fater when hoiery beginning, a

epression

¢ NIaily Suppors & is awvlery imgdnant hefp to feel yi EOSItIVG attItUde IS
ONXzOA I f HE

family is behind you, and friends, good friends.

“Seleroderma
Society

S SUPRoTting people with Scleroderma for over 25 years
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Therefore from the very beginning, a positive attitude is crucial!
5d2NAYy 3 GNBFGYSyiXxez2dz ySSR (2 dzyF
§ Trustin and cope with doctokssometimes aggressive treatment

s Follow what your doctors want you to do

s Report your new symptoms

§ Attend frequent and longerm treatments and visits

s Ask for options, e.g. about pregnancy in younger, ferpale

XFyR Y2NB

s PATIENCE: Remission cannot come at qriiceight take years. It
requirespwsto be very patient, and maybe undergo lengthy treat-
ment or regular visits to the doctors

s LEARNING: medical language and the disease. Education about o
own disease is important, especially if other interventions will
come in the future

s ADAPTING our environment: avoiding infections, inform friends,
family and colleagues what is good for us

s We should learn to work on ourselves, too. It might be so difficult
sometimes to do the exercises regularly, breathing, and other
important things beside the treatment, but we should do it!

In the hospital

This part refers to those who attend regular treatments in hospital. In
hospital, there are some factors that need to be considered.

- Communication with other patients:
al2¢ RAR Ad adFNI 6AGK @2dKe
d2h2H L KIFIFS RAFFSNByYy(ld (GKAaAy3Ia
We all are aware of this kind of conversation. However most of the
time it is not good for us or others. So:

§ Do not compare

§ The doctor is the one who diagnoses!

s All cases are individual, and so therefore is the treatment
- Some practical information:

§ glcl)’?ial Security (in some countries): does it cover the treatment at

s Ask for a thin needle and warm room

§ Communication with nurses

s[ SEFNYyAy3 (2 F2tt29¢
At home
In the first five years of scleroderma, there are some thipgs will
need to learn to face (and these things will be different for different
people, depending on their symptoms):

§ E_atin%] - in case of limited mouth opening: very slowly, small por-
tions / size of tablets/capsulestoo big to swallow

Cooking (cutting, opening bottles, cans, etc.)
Doing housework

Coping with children, husband/wife, etc.
Proper, constant temperature even at night

Continuous fatigue, getting dressed, preparing to go out very
slowly

s Physiotherapist, massage, alternativgsan we talk about it? (e.g.
hyperbaric chamber Spain, electromagnetic field theragyGer-
many, etc.)

w o W W W

Copying with changes in body and life

Acceptance of the changes in:

life and lifestyle: HARD

face and body: HARDEST

Different with AGE

Enable counselling for LOSS of partner, job, or lifestyle
§ Personal INTERACTION&ple just staring at you

When youhaveanother health problem and SURGERY is needed:
s Written recommendation is needed from your

w W W W

doctor- it is best if both doctors are talking to each other

Explain your needs to the surgeon/anaesthetist

¢CSYLISNI GdzZNB Ay Iyl SaikKSiAaadQa
To site the cannula without ruining already damaged veins

Wrap you up when being transported to the operating theatre
to keep you warm

Greater experience over time teaches you:

The importance of support, especially from family and friends
To keep working if at all possible

The importance of selupport

To avoid cold and stressful situations

To stay open

To communicate and learn

Be active (in an Association)

Socialise

Accept yourself

0

w W W W

w W W W W W W W W

Hope for a cure will always be within us. But above all, we must
find and discover our new life and know that YES, WE CAN DO IT!

Beata GarayToth, President, Hungarian Scleroderma Association
and VicePresident, FESCA

New Local Group Coordinator
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for her work in this role over the last couple of years.
We hear from Liz below.

| am delighted to become the local group coordinator. There are already 8

local groups doing a great job in their areas, and it would be good to build

on this, providing more people with the opportunity to meet in more areas.

Helpline callers and new members often ask about local group availability.

A lot of people with scleroderma feel quite isolated, especially in the early
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if there are only two people at a gébgether for coffee and a chat, it could

be of great value to them baqth. Who knows how each group could de-
puaQ I ROAOS
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If you feel at all inspired to organise something in your area, please get in
touch, maybe just for a chat initially. | would be happy to visit any local
group, especially those setting up, and look forward to meeting other local
group organisers at the AGM and Conference this July.

I St Syt w2l 3F A& GF1Ay3a 20SN) GKS NRf
delighted she has agreed to do this. She is the ideal person, with new ideas,
the right skills and plenty of enthusiasm.

The newly formed West Sussex
Group will hold its next meeting at
The Old Barn Nurseries, Dial Post,
B West Sussex, RH13 8NR on Satur-
day 11" September at 3.00pm in
the main café. Please email or
phone Jo or Lesley for more details
(see Contacts section.)

I would like to take this opportu-
nity to thank Jo Frowde & Lesley
Dodd (photo above) for taking on the West Sussex group so willingly and
with such enthusiasm. | hope they will find lots of support from members
in and around West Sussex. Sometimes the meetings are not far from the
Surrey border, so please feel free to come along if you are in that area.
Friends and family are welcome too. It was so lovely to be joined by four
generations of Terrys at the first meeting on Ju¥ Esee Local Group
Section for more details!)

Liz Holloway 01243 539466 diz@sclerodermasociety.co.uk

Seleroderma

Society

SUPPOTting people with Scleroderma for over 25 years
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who rieed tc learn to imanage their epilepsy needed, she could also work from home
themselves. Evidently, she has many different some days. Evidently, there is no lack of
tasks, and | often hear her talk very enthusias- support.

tically about her work. She does not need to
walk much, as her office is situated centrally
in the clinic.

| will not disclose how her future will be. She

The Edgar Stene essay competition is organ- lives in the present, and does not expect her

ised annually by EULAR (European League condition to change considerably. She disre-
Against Rheumatism. It invites people with a However, lately she has decided to stay away gards the fact that | and my family have

rheumatic condition to submit an essay about from morning conferences in another build-  grown in size and strength. She does not
their experience of living with the condition. g, due to morning stiffness and soreness in spend time studying what kind of creatures
The winner receives a trip to the EULAR con- different parts of her 'body. She has only we are, or which perspectives she has before
ly26y | o62dzi Yeé
March 2009, but we have resided in her body
for longer than that. Actually, it was my
cousin in her neck, who crawled from her left
shoulder joint to her right one and back again,
that started her odyssey to attempt to find
and track her tormentors. She ran from doc-
tor to physiotherapist to chiropractor, and

gress and 2000 Euros prize money.
become wiser. At least, we intend to remain

Special congratulations also go to Victoria in her body.

Garret whose story about working with
scleroderma represented the UK in this EU-
LAR competition and has been chosen as one
of the ten finalists to be published in a book-
let of the best essays which you can read at

www.eular.org. back again. And while she was laying on a bed
28 izt A&aKSR +AO02 N Fr&divingStéeatnhedt forAhér natl Sne of WINJ f
newsletter this year, in case you missed it! took hold of her right knee or her left index
Read on for the winning entry by Karin N@r- finger. She did not mention this to anyone, as
gaard of Denmark: she thought it to be a coincidenceeven if it
did happen a lot. We had a grand time, peace
and quiet to multiply ourselves.

She has now been working in the clinic just
over a year. In the beginning, she did not
mention her sporadic pains. She tried to cover = — -~ — 1 —— — |
them up, but after a while, an alert nurse

YoRmehtsd RhatosheRhadl ridtfeedl thatingya I

host walked with a limp, and that she had to
use both hands to lift a hafmpty coffee cup.
My host tried to play it down and said that it
would probably soon pass. We all nodded
eagerly in agreement. Five minutes later, she
held a blood test note in her hand with a lot
of checkmarks on it. She felt that she practi-
cally had to be bled.

Karin Ngrgaard, Virum, Denmark
Please allow me to introduce myself. My
name is Rheumatoid Arthritis, and | live in a
two-room flat in the right forefoot of my
K2adsz 0Ot2a$8 G2 GKS w
lovely and large flat which | have renovated
and modernized over a period. This has
rubbed off on my neighbours, so now they
will also renovate their kitchen and bath-
room. | can hear my host complain in the
distance- and sometimes she resorts to pain-
killers to reduce the renovation hassle. In
spite of my small size, | manage to keep her
under control.

will be walking the circular
route of the Cateran Trail on the 28th and
29th August 2010 in aid of The
Scleroderma Society. The trail is 64 miles
in total and passes through Blairgowrie to
Spittal of Glenshee to Glen Isla and back
to Blairgowrie. The route will bealked in
sections, with team members covering
between 4 and 15 miles each. They hope
to complete the Challenge by Sunday 5

That was the beginning of a somewhat more
surly life for me and my family. She began
taking MTX and felt better. We were dis- o -
lodged for a while, but slowly we are regain- PM- Visit Just Giving to see how they are
her to wear the black running shoes. | win. ing ground. You cannot tell by her appear- 9etting on!

9 S NE Y2NYAYyIoP ae K2 andeQekcept froM Ber ling whiéh idNdhuse byd R&Ww.justgiving.com/2010gcrm

is 44 years old, married with two children, 10 me. She can take care of her work without

and 13 years old, respectively. She works any problems, and she does not feel ill. She

fulltime as neurepsychologist in an epilepsy hates to have to admit that her personal en- Hull Daily MaindThe Daily Maiboth
clinic at Glostrup Hospital, where she was ergy level is not as high as it has been. She has published at article featuring the story of
hired 1 November 2008. caring and supportive colleagues. Before she Lynn Hind from Hull and her situation

Our daily battle concerns her choice of foot-
wear for work. Here, during the winter, she
prefers to wear fancy boots, but | only want

with scleroderma. Both these articles will

TI YA &lea Thatds kel Boicd Sheawillygtdually g

Here, she talks to patients afraid of epileptic

had even thought about it herself, the secre-

tary had ordered a vertically adjustable desk.
Now, | cannot of course see her face, but |
think she does look a little tired at times. Her
colleagues have tried a few times to make her
lie down on one of the couches in one of the
examination rooms, but so far, they have not
succeeded. Her manager has told her that, if

attacks, tests patients with concentration and
memory challenges related to their epilepsy,
talks to patients with attacksesemblingepi-

lepsy, but which are not epilepsy, but rather
emotional problems manifesting themselves
as epilepsysimilar attacks to: she is also re-
sponsible for a youth group for young people

Seleroderma
Society

SUpporing people with Scleroderma for over 25 years

help increase public awareness of
a0f SNBRSNXYI & 4S8ff
story.

launches new
website to celebrate World Scleroderma
Day:www.sclerodermaaustralia.com.au
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