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Destigmatising
Multiple Sclerosis

Despite elTorts to spread awareness and educite people about Multiple
Sclerosls (also known as MS) there Is still an imacceprable amount of
misunderstanding, misinformation and stigma surmounding the disease.

What Is Multiple Sclerosis?

Muiltiple sclerosis, the
rieniresdoyghcn| arid autodinmimee
disease thar impacts millions
of penple aroamd the world, is
on Ehee rlse, Ad o degs=rieillve
i mrsing, n5||]lt;1|-r sclerinss patlenis
FNPECIRTICE WO SR SFTPTmS
CWVeET TIme, FELIrng wiore
LA |I.I4I.| i GOl |"H' I." B LY o
treanmerit as the disease
oS,

Hetcaulss M5 targhets il lngiars
il Mamacbian ol the nerwis
system, Eympioms of the dissase
often become widespread around
thee iy 29 more nerons ane
damppged. Cooting wickespireod
and dnrerse syrneirms thad
LN LINEpnacy 4 |."L'r"-l.‘lllb LSS,
tries el Buaetlog, visio,
lgoutive sysletn, wringey fuswton,
anal cogmitive capabilliies,
patkents diagnosed with Y5 alten
experience mafoumd changes mo
rheir day-tn-ay Fres rhe lomger
rhey are Iving wirh rhe disease.

Motor symptoms are just
the tip of the iceberg

When most penple rhimk
ahamat M5, they commons
thimk abour the mastor
symjptoms that becoms
meare appuerend as the disease

progresses. Amd while chanjges

i i e s modor furetion
delindrety nashe a major i_||:|p.||!
ol Uhvelr dliay-boeliy motitlmes,
ilvere are i varkery of other
svinpioams Wl adso e a
proloumd impact oo theed
quality of ik, Comummnly
referred to as o maelapdurical
fceberg, the exsnt af MS
syt is el el
et thinn many people cin
Vi DA,

Mingmnsing and appmipriate
irealmeenl of M can
I clmllenging and the
inernaieal |_:u|r.'||.'||.| 10
recoanewenid. referral and
review hy a Nemnkngisr,

Types of
Multiple Sclerosis

A% -||-:-||1I-r- i5
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about each one below
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s €6 oxprelse is
assecinied
with improved
mcntal health

and function,
both of which

are key in MS. 39

Mobility issues are just the
tip of the iceberg of MS symptoms

What
people

How Is Multiple Sclerosis
treated?

=The alim af meatm&nts in
.'l.||||.||;l||' Sederost b Lo ehsude @
gool quality of life for as long as
pumsible. That means prevenion
ol itcks ms well as ihe
muirmnisxtion of nflammntion
with the newral system ™ Ui
Avides] Mooy, Neurobogy amd
NetmophyEiolngy Copnmiliant at
Eric Willams Medical Sclences
Comples.

“Thin % done by the initiation
N | |114".'t'llril-1'i'l-'r' mecticatioms
kriwn o IHsease SModifving
Treatments which can be wgal,
it ramsealarlySsubcutaneosly

Maobility Issues

blader lssues

o iniravenousty. The aims ol
s medicalions ame Lo reduce
iniTarmmmat st amd fhoas [yt
aitacks or the aceommualation of
injury in the nerwAls system
IHllerent nesdications Have
different side affect profikes as
well as efficacy. In the eveni that
a patient s an aoute attack,

wir s el bmees use sieroids

sl mimistered Etravenaously’
Horwever, thix = Dot ooye et of
thi= treatinenl of M5, We iieed 1o
maintain iwerall wellness amd
this includes amentlon 1o mental
and physical bealth for which
EXercise |8 criteal,” Ur Pancday
shared

Is there a role for
axercise bn M5T

“Exercies |8 hapeficial for all
aigiuns and everall health. How
v, it B speciically wselol i
forming pant of o comprehesive
MS strategy. Exercine mniproves
cardirascular fitmess and e
an antiHnfammatory effect which
i neefal [ amack eV KN Al
ditloinally, exerclse, jarticularly
srrefehing and flexihiliny exenciss
are usefil in the recovery pliase
af MY as | impeoves balaper and
srrenpth. Most importanthy, ecer
cise s assncinted wath improved
meaiti] health avid Migction, both
ol wlibch e key In M55
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wrqieiply Effrtod than females,

Fierarkeally it was belicvod Bhal RS wat atsociatod
e with Lhe csucasian population than with afno
populalicns. This thinking is changing as new sudies

Local Research on Multiple Sclerosis in Trinidad and Tobago

A recent study of M% in &1 ronduocted by (e Henry
Baikesy amd D Avidosh Parnday of WA showesd Lhal
TSN U paal sty are ety anc over 0% o 16

5 polEnks i TST tsnd o be
highly educatad, and rmoee edy o b= bdng in erban
i, Thee sy Touned el MS sallenis in TET were
affectod by plwyucal than by montal and
rmotianal ofncts of W5 and that makos wemr mom

shiow that provaleno Inafo- popubstions may s iy
D U Lo Of san I'|||:I"Il'.‘l W Ul lor casCation
pogmlabians L e i
The pevalsiics o Kriowh Cases m TERT i jusl uricksr B
Gilhery e | 000,000 peopde compared Lo 36 per 100,000
mlEmatanaly. This sugoesis
i 1 &1 wha hae the Hlimese but 2t wnawarr of i
The 181 stucly will soon be pubshed and 1wl
nchuede 5 detatied snalysis of the quality of life
S socianed] with B amon patieniuin L0 wang oqualiy
of I s sareey hod Have By used wilh MS patienisy
m deyelope] coundrias
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What you need to
know about

Haemophilia

Haemophilia s usually an inheriled blssding disorder in which the
blossl] dises monl el properhs, Blood] contiins many prodeins callisd

clotting Bwiors that can help o siop bleeding. People with
haemophilia have low levels of either factor VINHS) or Gotor IX (95,

The severiiy af hasmophllia
thiat i pepwoi) bos bs deberm lised
I:l:u.' tho smament of Bctor i the
blpod. The lower the amemmt of
ihe fnctor, the more Hiely b bs il
b eling will ceteur which can
by o werdons headth problems

Mhere are several different
LY== isf |I-1r'II|IILI|1I|i.| e fusd)ima
ing two are the ot common:

= Haemogphila & iClassic Harmaophilial
This Uypee is catred by & Lidh or
dhernease of Coltiig fackar Vil
= Haemophile B Clnkbimnes e,
This typie i Caimed by a Lick ar
Elesrped e o lh“-ﬂ:lhj Lckar |

Comman signs of

haemophilia | nclude:

= Bleeding into (he |oe s, This can
rairse meelling and paln ar tightres
i IR poriss 1L ol el e Ly Uhe ko,
b dnd anblcs

-I.:Ill_*-_'|1|r.qm!r| e s Derich is
Birding ) & muscle and wlt s
carsineg a bulld-up of hiand in the area
el 3 el

« Mle=idineg of the mipeth and meme
dinnd bloedling el b hasd Lo sog &llor
|I'|'=ri'| & Tl

= Blooding altoy drcumcision isugeny
perfarmed on mal @ Bl B0 remee

this o of shin, ralesd the fanecdin,
cowering the lead of L penis)

= fileecling after buiving shals, sach as
L AEgF ba])

= Aleading In the hesd af an infant aftes
& cifficult defreeny,

What is

o [eicsi] b e Lmine oF @l
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How is Haemophilia diagnosed?

Wy people wihis hive or have
had family members with hus
macprliilis weill ask tluat el baley
biows et tested soon after Dirth

Absiiin osre-thikrd of alsies wiho
are disgnased with hasmopihiliz
o a newt imabation not present
i other farnily members, 1o
hese cases, a doctar mighit
check for haempphilia if o new
B i sl coitain signs af
hacmnephilia

o nsike a diigiss, doctors
wiild perfisim certain Blond
rests to show il the blond is
chistlhing progeerly, L8 does ool
Ll |JJL':|- woail il s o |-'lllu1l;'
itor tests, asn calked fctor
DRSAVE. ro diagniose the canse
ul ithee bl sl Tlese
Bl tests womahld sheow thie Ui
ol byl and thi: severity

Treatmant

Thiee bt weary' b Lol baemnis
nhifia & o replace the missing
hilksnd clarring factior so that the
bloesd con clot properdy. This 1=
o by bnluiskng Gdmibpkstoring
thmgh a vein) commercially
PreEnarad cmar cnncemrrane.

“Thie stanndard fuor cure doduy
[ prrsons with severo huerio
phikin ks Proplyplagia”™ World Fed-
eration of Hasmophidlia, 2000
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I hibood does ot ool propeeriy.
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Inhilitors

Aol 15-20 peroen] of pedple
with luemophiilia develog an
omtiboidy (callisd an mhibitor)
tleat stovps phe clobting Getors
Fruain badng able o clob thie Blood
mind s bleeding. Treatment
i blesd i epleodes beconmes
exxremely dificud, and the
cost of core for o person with
it o il aboviockel
ls=camse more cloeming [acinT or
adilferent tvpe of clsfting factor
in mpeded. People with inhibibom
iften sumeTiEnce mare it
disease and othr problems Trom
ez thist pesult oo reduicesd
||1||.|'||.1'.- ul ke

Holistic Suppart is Kay

Livisg wills hscimaepbilin com be
pesbidciive, Patkotils iy oot be
bl 1o e nd o perfonm ceriain
activities due to rhe increased
ik of hlesiding. Thie [ahiliey
an hade npgatnve sffects mn
rme ‘s agchnlngieal healrh
] e fovlimts of spaliess,
lEasicy, o DHgeT. H.].-I\.'I:IIA.IF\]IJ]I.J
ican also inflocooe & patient’s
merial bl o additon o
medlical care, a alsthe appmaach
shivikl s cake and mmnfional
sup et when nesded.
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Living with
haemophilia
can be
resirictive.
Patients may
nit be able
to artend or
perform certaln
activitles due to
the increased
risk of hleeding.??

Through the lens
of a caregiver
-a nurse, a wife and a mother

1am a Registered Murse specialeed
i Paellatric HaemaiologyOncology,
Twark in the Beld of [Hasmatalogy

&t presant. Having a hinhand weth

4 bilood dsander and gien Le

hunl e Wt einLouI i bk e
mee & b fter murse, | mpathy v
e nEnre e ecaase | e
(Bt cameyier ialee, | Understand my
juaticely’ Geaieeri, lear, fnsiratm,
ang tears becaise | e it toa.

Thils b part of miy sl slosy willy
Haemopilii

Ay Biskianed amd | mest ovsr 70 ypare
0o, throisgh & ) al friesd, | e neuer
i ol it Bncaa (0 mo unli ki
e beame sonoun. He bad a lug
injary that masde him unable ionwalk
mwd affectec] his malaliy,

Wi haree had o many challonges
ower e years. Hiving prompl and
#ificien] pmigendcy caee wa aedd il
v x philem, Challsnipes slsn pesusnt
i acpairing bood domors and bhood
jodistis bor Limcly trealinen i

Mivier Tieme e hant clevelopad
Iinvib®ars to tacior replaremant
i rapey and U Lieatment, which &

 in doubt, treat! If you think you have a bleed, get

troaltment even if you arg rnot sure, MEVER wait |,.|['|1.|t

a joint Is hot, swollen, and painful. Do not worry that
i youmay "waste” a dose of factor.

When should treatment be given?

Tha standasd ol care bodkay for |.-pu|.|lq with wwene henophilia q.puph'.llp.l.in.

ﬂm:l"..tq.mp m the reguisr adminsin

1 rtravenousy; subCuSsEneoUsy, o

atherwie) of lactor or non-leglor replacement treatment with the gosl of
preveiiing besding |especially e threstening o recurming joinl bleedng) In

ST

Oreclummarc fratrsent m the adeinntrateon of lacor only when (hee a sctve

blesding, b gives for
* Rpading irto 8 oint

o Rieeding Irts 3 misde, especially in the sm o

f2g

® njury to the niock, mouth, tongue, inco, or oye

o Seeemre bliows to tho =oad ard resuad

hiedarnas

pleed

Hary' o pasigtant hlasding bom any et
Livers pikn o semlling n gy sts

All e wourdh naruirieg wSiches, sad
Fulkwing ary sccideni thal say mesall in e

2 bypassing agent that would work
st puabiends wibth inhibitor. 1 2o pped
woriing kor e This make ireating
his injuries aned Beads mos difio
and challengng. Our hospital presytly
dheress il Besd Fof e ilboey lewels o e
public hpspatals kb We have o pay
st Bt Inshubiters Jewels at & penaate fab
evisry 2 Dimonlla

D T nivaltiple hip kncs, cibown,
ard ankle ingunes, this led o hasmao-
phillic arthogathy in sl s mson jeinr
R o rsil, imedical | ons which would
nrmally mecheg e bleeding, swelling
andd inflam rnation wene nol wark g
fieae Badery, res1mIRg ins ened laring Useplest
migghils aned inderne pain, which mado
e fly livimg wery il icull. Hs condition
by i 10 mbrryr2 Imperadbale fiar Bem
o maintain a nomal B4 pm joh he-
caurss of the mulepse joint defonmitiey

He has 2 denbal extractions sl o be
dni, [Lid Imupine hiving i toath ache
vt 9y, 12 enchires pain and agony
ever w0 miten due o the constanl
detaying ol the lecih This piogoduee
has b dplaged hecaise af tha
koeal unasallability of medication
oo prativanty weintd indiiksbors and yre
urirespomive b othes trestmenls

After kssing his uncle and his
yaLijes brother & few yean apan Bom
complcation ol 4 hasmophilla crsis,
(eI U1 @ new peripective and appred-
atiom for life and Lamile We do not take
tartiie, mioe atach other For granied

My atdwice b all caregivers i to take
e of powirsel], Yous healih (& alus
important. Try to have a balance in life
God frsl and mankind afes Take  li1-
the Lirmiee Bor yinaretl, O somiethltg you
Hee dalng. it & not s=lfish, B haaliiy,
Erjiy today, ecase hodnariow |s mal
P e W are grateful for e wp-
part systers) arund o (el conlinees
ta et Bape averyidey o our lves,

Witz llwe B it el diel ity Lle
mmeent Berause we inow all too well
o piegiows and [ragile Ble can be.

e wrentle weth the thaughet of
thirr Baiving) @ werous mjEy or @ maEs
emesency and what will be hes fass,

Thert s so rrch rrcenc | cam shaeg,
buit | Frapee thote wha can change the
i beis, ety @iliondion.

Wit Mg e Can B daone
Lo jrgerrve e availilality of the
Merasary Innsestinations and
A iy b eflecthie isaiment



