MS Bulletin

A word from the Ed

Have you ever sat at the Neuro’s office describing symptoms making life more

challenging only to be told your symptoms do not register on the disability scales? I

ADCA D7 2
ARGA 27, DICEMBRU 2010

IN THIS ISSUE:
+ Annual Report 2009

+ EMSP 2010

decided to tackle brain fog by starting piano lessons. I’ll never be a concert pianist and

I can still be found walking upstairs only to forget why I went there. On a positive

+ Book Launch

note, this doesn’t seem to happen as often as before and I feel as if I’'m in charge for a

change not MS!

Have you found something to help your own symptoms? If you’d like to share your

tips, drop me a line and we’ll include them in the next bulletin.

ANNUAL REPORT 2009

COMMITTEE:
The committee for
2009 comprised 9
members who are:
Louise Gusman
(President); Kenneth
Muscat (Vice-
President); Rose Grech
(Secretary); Eve
Sammut Alessi
(Treasurer) and Connie
Carabott; Mary
Buhagiar; Emmanuel
Buhagiar; Karen
Dimech and Margaret
Abela (Members).

The committee met
6 times this year.

PREMISES:

12 years after
the Society’s
foundation, the
committee is striving
to find premises. This
issue was raised at
meetings the Hon.
President, Hon.
Secretary and other
committee members
held with HE President

George Abela, HE
Archbishop Mons Paul
Cremona and Mr Frans
Borg, Permanent
Secretary to the
Ministry of Social
Policy.

Mr Borg suggested
some properties that
may be suitable and
the Society has since
submitted an
application to the
Housing Authority to
acquire these premises.
FUNDRAISING:

The Society
benefited from
fundraising activities
organised by the
following
organisations:

o Malta Charities

(€4000)

o ALW.A.

Further funds were

raised as follows:

e World MS Day
activities in Valletta
(€660)

e Mr Mario Schembri
donated a car which

was sold for €330

e Good Causes Fund
€1000

e Mr Joseph Mamo
donated all proceeds
from the sale of his
Mathematics text
book - €360

e 5 computers from
MCA

The collecting tins are
being coordinated by
Mrs Margaret Abela.
Thanks to her and her
husband Reno for their

help.

We  have also
applied for funding
from  Strina 2009
despite being rejected
for funds for Strina
2008.

MONTHLY MEETINGS:

Once again, the
Hospice Movement

has kindly lent us their
premises for  our
monthly meetings.

+ 13 Years of MS

+ Christmas Greet-
ings

This  year’s
speakers

guest
included

Clinical

Mr Paul
Occupational Therapist
Ms Bernardette Felice,

Psychologist
Sciberras,

Reverend Dr Victor
Shields and Fr Leonard
Mahoney. We also
had a very good lecture
from Dr Malcolm
Vella. MD who is
specializing in Neu-
rology. Dr Vella was
invited to give us
information about the
Stem Cell treatment,
the CCSVI treatment
and the latest updates
about the research on
MS. The talk was very
much appreciated and
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answering the many

questions that followed

his presentation.

OTHER MEETINGS:
Committee

Members attended

various external

meeting throughout the
year including:

e HE President Dr
George Abela

e HE Archbishop
Mons Paul Cremona

o Permanent Secretary
to the Ministry of
Social Policy Mr
Frans Borg

e Mr John Galea,
Manager BOV

e Ms Carabott
attended the World
Arthritis Day
Symposium

e Ms Carabott
represented the
Society at the
monthly meetings of
the Federation of
Organizations for
Persons with a
Disability.

MEDIA:

Raising public
awareness about MS
remains a key focus of
the Society:

e Ms Grech addressed
Student Nurses at
Mater Dei Hospital

e Ms Gusman and Ms
Grech were guests
on Dr Azzopardi’s
programme on
Campus FM

e Ms Grech and Ms
Abela spoke on
Radju Bastjan
discussing MS and
appealing for public
donations.
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SOCIAL ACTIVITIES:

ALSO OF INTEREST:

The Society
organises 3 main social
events every year.

The Anniversary
Celebration this year
was held at Mater Dei
Hospital. The Summer
Event took place at Tal
-Kaptan whilst the
Christmas lunch was
held at San Antonio
Resort and Spa.
SUBSIDIZED SERVICES:

As everyone knows,
the Society offers to
our members with MS.
The demand for these
services has increased
considerably partly due
to an increase in
members and also due
to the sterling service
offered by our
therapists.

This year we
launched the services
of Speech Therapy and
Occupational Therapy
and employed three
new physiotherapists
including one based in
Gozo.

During 2009 we
subsidized 749
physiotherapy
sessions.

Special thanks to
our dedicated team of
physiotherapists Jackie
Mifsud, Patricia
O’Brien, Nicole Attard
Felice, Frank Xerri and
Sandro Vella;
Occupational therapist
Bernardette Felice and
Speech therapist
Annalise Cilia for the
excellent service they
provide our members.

The President of
Italy’s National MS
Society Ms Roberta
Amadeo Aism was
here for a private visit.
During a dinner hosted
by the Committee Ms
Aism explained how,
despite being
wheelchair bound, she
came to Malta driving
her own car and still
practices her favourite
sports including
swimming and
mountain climbing. A
positive atttitude really
can conquer
everything!

Ms Gusman was
nominated for a prize
for voluntary work
organised by the
Agostinian Brothers of
St Nicholas of
Tolentino. Although
Ms Gusman did not
win the award, we are
thankful for her
continued dedication to
the MS Society.
APPRECIATION:

Running a society
such as ours requires
the efforts and
goodwill of many
individuals and we
wish to thank everyone
for their work and
dedication but
especially:

e Jesmond Arpa 5
Star Printing who
publishes the
Bulletin free of
charge

o Alistair for
continually
mainting our

website and email
address lists.
Hospice Movement
Mr Simon Soler of
Hartons Ltd and Mr
Ray Portelli for
establishing the MS
Society Fund and
giving us the
opportunity to
spread awareness
on the MS Society
Fund Magazine
Lombard Bank,
Qormi, Sliema,
Valletta

Ministry of
Finance, Good
Cause Fund
Papillon Caterers
M. C.A.
Expression
Stationery

Optika Ltd
Mondial Travel
British Home
Stores

Joseph Mamo
Simon Soler

Chef Choice

Mario Schembri
Rapco Limited

Ms Meli (MCAST)
Maltese Indian
Community

St Anne’s Clinic
Marks & Spencer
Malta Charities Ass
Joe Micallef
MCAST Canteen
Ms Mary Cassar
Ms M T Seguna
Park Towers
Supermarket
Chains
Supermarket
Crimsonwing
(Malta) Ltd

Toly Products

Mr Robert Borg
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EMSP 2010—DISPARITIES IN MS CARE ACROSS EUROPE

The 2010 European
Multiple Sclerosis
Platform meeting was
held in Prague in
November.

In the final press
release, Ann Winslow
Vice-President of the
EMSP highlighted the
‘huge disparities’ in
multiple sclerosis
health care that still
exist between Western
Europe on the one
hand and Central and
Eastern Europe on the
other.

Ms Winslow was
speaking at the end of
the EMSP conference
that saw the release of
the annual MS
Barometer. The ebst
overall performers this
year were Austria,
Germany and Iceland
with their Eastern
European counterparts
lagging far behind.
The Barometer also
shows that only 31%
of the 29 participating
countries have a
palliative care
programme with less
than half having MS
data registers in place.
As in 2008, Western
European states still
offer better
reimbursement of costs
than those in Eastern
Europe. Meanwhile,
access to new drugs
and therapies is slow
due to time consuming
national authorisation

processes. Crucially,
in some countries less
than 5% of patients are
receiving in-patient
rehab. According to
Christorph Thalheim,
EMSP Secretary
General, “the scores in
the seven areas
covered by the MS
Barometer once again
illustrate the huge
disparities existing
between European
countries in terms of
multiple sclerosis
management.”

In his key note
speech Deputy
Minister of Health of
Czech Republic Jifi
Schlanger stressed the
improvements in the
provision of quality
therapies and care in
Multiple Sclerosis and
other chronic
conditions in his
country but
acknowledged that
there existed room for
improvement.

One of the major
conclusions of the
conference is that
European citizens need
to be accurately
informed of the need
for more and better
therapies for MS.
These include oral
therapies currently in
the pipeline which can
be administered more
simply and improve
patient choice and
adherence to treatment,

improve health
outcomes and drive
efficiency in care.

“The simple fact is
that little more than
2% of MS sufferers in
Poland have access to
standard treatment.
The situation is similar
in Romania, Bulgaria,
Slovakia and Hungary.
People having to deal
with MS on a daily
basis should be able to
avail themselves of a
comprehensive
assistance programme.
I am confident that the
MS Barometer will
highlight this need and
act as a catalyst for
change” said Polish
MEP Pawel Robert
Kowal.

Romanian MEP
Petru Luhan added,
“There is a definite
need for action at a
European level to
eliminate the
disparities in diagnosis
and treatment which
exist between Member
States. Presently we
have all the necessery
instruments to
successfully tackle
MS. They include the
technological
developments, the
proper financial
framework, that is
European and national
funds and the political
will, at least at a
European level. In this
context, I re-emphasise

that all EU citizens
have equal access to
treatment, regardless of
how well or how
poorly developed the
health system in the
country of origin.”

Danish MEP Anna
Rosbach echoed the
general consensus
saying: “The MS
Barometer shoes that
there is a distinct
difference in the
standards of care
between European
States. In order to
eradicate these
differences National
MS Societites should
be supported at even
basic levels so that
high quality care and
services are made
available to people
with MS.”

In Europe 80 in
every 100,000 people
have MS and the
average age of onset is
29. Many are still at
the start of their career
and find that MS
severely impacts on
their ability to work at
this crucial time of
their lives. Women—
who are twice as likely
as men to develop
MS—are often hit
especially hard.
Balancing MS,
employment and
parenthood is
challenging at best.
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XI HADD LI TAF GHANDU L-MULTIPLE SCLEROSIS

Xi Hadd li Taf ghandu 1-
Multiple Sclerosis

Is-So¢jeta ta’ Malta tal-
Multiple Sclerosis regghat
stampat dan il-ktejjeb biex
tghin lit-tfal jifhmu xi
tfisser i xi hadd mill-
familja tieghu jkollu din il-
kundizzjoni medika. 11-
genituri li ghandhom
(Multiple Sclerosis) MS
jistghu jispjegaw il-
kundizzjoni kronika medika
taghhom b’mod sempli¢i lit
-tfal u qraba taghhom
permezz ta’ dan il-ktejjeb 1i
hu miktub bi kliem li huma
facli biex tithimhom u bl-
istampi. It-tfal u qraba tan-
nies li ghandhom MS
kultant isibuha diffi¢cli biex
jithmu is-sitwazzjoni ta’

persuna li tbati mill-MS
ghax din il-marda ghandha
bosta sintomi differenti. L-
MS hija marda li ftit ftit
tista’ tnaqqaslek il-
mobilita’ tieghek u kif
tikkomunika ma’ haddiehor
fost 1-ohrajn.

Dan il-ktejjeb ghat-tfal ta’
pazjenti bl-M.S. gie maglub
u addattat ghal Malti mis-
Sinjura Rose Grech. U gie
maqlub  ghall-Malti u
stampat bil-permess tan-
“National Multiple
Sclerosis  Society, New
York USA”.

Dan il-ktejjeb jispjega dawn
il-punti ewlenin fid-dettal.

I-Multip]e ~

Sclerosis

Maglub v adattat ghiall-Malti
minn Rose Grech

Applying for funds from Strina

Xi Hadd li taf Ghandu

: Ktieb ghat-tfal

ta’ pazjenti

2009.

e Wiched mill-genituri
ghandu 1-Multiple Sclerosis
x’ser jigri?

e Jl-fatti — X’inhi I-
Multiple Sclerosis?

e Kif ikunu jafu n-nies li
ghandhom 1-M.S?

® Min jista’ jkollu I-M.S.
u ghaliex?

e [-M.S. hi fatali?

e [-M.S. tittiched?

e [-M.S. tintiret?

e Ser ikollu jmur l-isptar
il-genitur tieghi?

X’ser jigri issa?

Meta xi hadd jghidulu li
ghandu 1-M.S.  ghandu
jaccetta I-marda u jkompli
hajtu b’mod  pozittiv.
Kulhadd jista’ jkollu 1-M.S.

Is-soltu din il-kundizzjoni
medika tigri bejn l-eta’ ta’
hmistax u hamsin sena.

Is-So¢jeta tas-Sklerozi
Multipla ta’ Malta tixtieq
tirringrazzja  lill-Ministeru
tal-Edukazzjoni, ix-Xoghol
u I-Familja ta’ 1-ghajnuna u
l-iffinanzjar sabiex dan il-
ktejjeb rega gie stampat.
Bosta tfal issa jistghu
jergghu jagraw u jifhmu
b’mod sempli¢i x’inhu jigri
fil-hajja tal-familjari
taghhom li jkollhom din il-
kundizzjoni medika.

Irene Muscat
Membru tas-Socjeta’
Sklerozi Multipla

Xi Hadd li Taf Ghandu I-Multiple Sclerosis
Book Cover
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STENNIJA KONTINWA—ROSE GRECH

Ktieb iehor li gie Tajjeb li nghidu li 1-qliegh
ppublikat dan l-ahhar huwa kollhu mil-bejgh tal-ktieb,
“Stennija Kontinwa” ta’ ser jinghataw lil MS
Rose Grech, Segretarja tas- Society.

Socjeta.
Nirringrazzjaw lil Rose ta’

Is-Sinjura Grech tiddedika dan il-gest taghha u

dan il-ktieb 1i I dawk kollha nheggukhom biex
ligedghin jghixu bil- takkwistaw il-kopja
kundizzjoni ta’ I-MS. taghkom.

Ippublikat minn Wise Owl

tas-So¢jeta.

Publishers, il-ktieb jinsab
ghal bejgh mill-hanut tal-
Wise Owl ir-Rabat kif ukoll
wagqt l-attivitajiet li gejjin

15 YEARS OF MS—MARY CHARLES

Today is Monday
24"™ May 2010 and 1
received the MS Bulle-
tin. It is the first time
that I have received it;
I am finding it very
interesting and it has
inspired to write about
my own MS condition.
I have been struggling
along with MS for fif-
teen years, that’s when
I was 54 years old and
I was diagnosed with
this condition.

It all started with
continuous dizzy spells
and fatigue. However,
the dizzy spells were
the worst thing that
ever happened to me.
The family doctor
simply prescribed
‘stemetil’ but after sev-
eral weeks of this pre-
scription I still felt the
same and even worse

so [ was referred to an
opthalmologist espe-
cially since I was
having trouble
focusing with my left
eye. My GP phoned
the opthalmologist
there and then and
organised an urgent
appointment for me
that same day. Later
that day, I was being
examined by the
opthalmologist,
releived that when he
covered my eye, the
dizziness stopped. The
relief was short lived
as he declared that I
had to go to a neurolo-
gist and he too phoned
up there and then to
make an appointment
for me.

The next big step
was to Doctor Galea
Debono who after

making several tests
declared that I was suf-
fering from ‘multiple
sclerosis’ or MS. So |
had to go to England
for an MRI as that was
not available in Malta
yet.

All this came about
in Summer time when
I was not working as a
librarian at the time as
I was on holiday. As I
was working part time
I could go to hospital
and have the necessary
treatment to slow down
this horrible attack.

Steroids worked
quite well on me and
slowed down my going
round in circles and
literally falling over. It
was indeed an ex-
tremely painful time as
I had to go through so
many medical tests that

looking back I do not
know how I survived!
It was indeed gruel-
ling as I had had breast
cancer some years be-
fore and the tests had
to exclude cancer.
Well praying is the
best medicine, I find
for the mind and for
the body as stress is the
enemy. For a number
of years I was on
‘Avonex’ but the last
dose had an adverse
reaction on me and |
am now suffering from
a strong relapse. By the
way | have been using
a ‘frame’ for walking
and also a walking
stick. I still drive but
for short distances and
that is usually to go to
church which is quite
close to my house and
has a parking lot which
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I can drive right into,
parking close to the
side door. Now every-
body is used to me and
many young women
offer their help if |
need someone to help
me walk down the
ramp.
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God is indeed good
in his infinite help. I
managed to continue
teaching until I retired
at the age of 60. I try to
overcome many diffi-
culties especially when
I get upset about some-
thing, especially if it is

a family matter. This
indeed puts me down a
great deal.

However I spend
many an hour sitting
on my favourite sofa
reading or watching
TV.

I am lucky to have

home help from an ex-
tremely caring person
and with her help |
manage to cope with
all the little bits and
pieces I have every
day.

Thank God.

Mary Charles

NEW TREATMENTS ON THE HORIZON FOR MS

As new research
into the causes and
possible treatment of
Multiple Sclerosis
increase, patients
continue hoping and
praying that one of the
breakthroughs could
prove to be the key to
improving their
condition. Three new
treatments could
possibly be the answer
to MSers prayers,
although all are still in
the early stages of
testing and
development.

One such treatment
is being pioneered by
Professor Paolo
Zamboni of the
University of Ferrara
whose wife was
diagnosed with
Multiple Sclerosis in
2005. Spurred on by a
desire to improve his
wife’s condition, Prof
Zamboni, a vascular
surgeon, conducted a
small-scale study
which suggested that
90% of the respondents
were suffering from a

condition he termed as
chronic cerebrospinal
cenous insufficiency
(CCSVI) causing
twisting or blockage of
the veins in the trunk
and neck. He con-
cluded that MS is not
only an autoimmune
disease; it is also a vas-
cular disease. Prof
Zamboni’s research
has since been taken up
by a team of doctors at
Buffalo University,
New York who are
conducting research on
a wider scale involving
1,700 patients and
controls.

According to
Zamboni, a procedure
similar to angioplasty
called venoplasty
dramatically improves
patients’ symptoms.
During this relatively
simple procedure a
balloon is inserted into
the artery to remove
the blockage. This
treatment, which is still
to be approved by the
medical authorities is
available at private

clinics across Europe
and Worldwide.

The treatment,
which will set you
back about €7000,
takes around 15 days
with a follow up
appointment
approximately six
months later.

Stem cell treatment
is another controversial
topic within the
Multiple Sclerosis
community. Although
a number of patients
have reported an
improvement in their
symtoms, the treatment
is still in its infancy
and considered to be
‘experimental’ by most
neurologists.

A small amount of
the patient’s spinal
fluid is removed
through a lumbar
puncture (a needle
inserted between the
L4 and L5 vertebrae).
The spinal fluid is then
mixed with the stem
cell solution which is
then injected into the
spinal fluid. After the

procedure, the patient
must lie down for a
few hours before being
able to return to their
hotel. A a general
safety precaution,
patients should not
travel the day after the
lumbar puncture.

The entire procedure
takes about 5 days and
costs around €8,000

The prospect of oral
medication is coming
ever closer with two
tablets currently
awaiting approval after
extensive studies.
Both Cladribine and
Fingolimod have
performed well when
compared to the
current injections
available for Multiple
Sclerosis whilst
showing a reduction in
the side effects which
are part and parcel of
the injectable
medications.

Both tablets are
expected to be on the
market some time
during 2011.
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COUNTING THE COST OF MS—WORLD MS DAY 2010

A global survey of
people with Multiple
Sclerosis in 125
countries shows that
almost half of those
who gave up work due
to MS, did so within
three years of being
diagnosed with the
disease. It also
highlighted the
importance of flexible
working hours in
enabling people with
MS to continue
working. The survey,
released for World MS
Dayj, is the first to be
conducted on a
worldwide scale.

In addition, a recent
report, “Global
Economic Impact of
Multiple Sclerosis”,
estimates the total
average lifetime costs
of the disease to the
person affected and
society as a whole, at
$US 1.2 million (€
890,000, £800,000).
Loss of employment,
or early retirement,
was considered to be
the single largest cost
factor contributing to
this financial cost.

James Wolfensohn,
former President of the
World Bank and a past
President of the
Multiple Sclerosis
International
Federation (MSIF)
says the economic
impact of MS
highlights the need for
a more concerted
global response to the
disease.

“On World MS
Day, we’re reminded
of the costs MS
imposes on those
suffering with the
disease, on their
families, and on
society as a whole. The
report published today
shows that loss of
employment is the
most significant factor
in these costs. This is
an area where we can
make real progress
with the cooperation of
governments,
employers, and people
affected by MS,” said
Mr Wolfensohn.

When asked what
changes would have
allowed them to
continue working,
flexible working

arrangements were top  around the world

of participants’ lists, continue to work and

followed by greater contribute to society

awareness on the part but this requires some

of employers and flexibility on the part

fellow workers of how  of employers, and

the disease affects a support from

person’s ability to governments,” Peer

operate in a working Baneke said.

environment. Simple

MS is found in
every country in the
world, and is one of
the most common
neurological diseases

measures like
providing a space for
people to rest were
among the suggestions

made by people with amongst people in their
MS to enable them to 20s and 30s. It affects
get through the at least twice as many
working day. women as men. Up to
“MS often affects 60% of people
diagnosed with MS

people when they are will suffer long-term

disability. So far, there
is no proven cause and
no cure.

in the first decades of
their working lives.
The cost to society of
losing these people
permanently from the
workforce is
enormous,” said Peer
Baneke, CEO of MSIF.
“Governments and
employers can make a
difference through
better policy and
employment practices.
There needs to be
greater awareness that
a diagnosis of MS does
not have to mean a
lifetime without work.
People with MS



Members who attended the World MS Day lecture
delivered by Physiotherapist Mr Sandro Vella

Ms Louise Gusman (center) at the St Nicholas
of Torentine Award Ceremony
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I1-Milied jigi darba f* sena. Kemm tkun haga sabiha li kieku nghixu I-
atmosfera tal-Milied is-sena kollha. II-migja ta” Gesu Bambin i1ggib ferh, paci u
mhabba fostna. Kulhadd jipprova juri imhabbtu billi jaghti rigali li dawk li tant

inhobbu. J’ Alla dan il-Milied nir¢ievu hafna imhabba wagqt 1i naghtu hafna lura li
dawk li jhobbuna, jghinuna wagqt li jaghtuna l-appogg taghhom biex nikkumbattu
din il-kundizzjoni taghna.

Nixtieqilkom li tir¢cievu hafna mhabba mhux biss ghal dan il-Milied izda tul is-
sena kollha. I1-Milied it-tajjeb lilkom u lil famija taghkom kollha.
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Christmas comes but once a year. It would be lovely if we could live in the
Christmas atmosphere all year round. The birth of Jesus Christ brings happiness,
peace and love amongst us. Everybody tries to show his love by giving gifts to
those we love. This Christmas may we receive a lot of love whilst returning it to
those who love us most, help us and support us as we strive to cope with this
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