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2003 CADASIL NEWLETTER

The unofficial CADASIL newsletier

Issue # 10 — August 2003

CADARIL - Cerebral autosomal dominant arteriopathy with sub cortical infarctions and leukoencephalapathy
recently identified, CADASIL 13 a diffuse discase of small arteries predominatng in the brain. CADASTL iz
eharaclerieed by racurrent ischemic events (framsient or permanent), attacks of migraine with aura, severe mood
dizorders, and sub cortical dementia and, at MRI, and a white spread levkoencephalopathy. The Website is loczted

a: bt wrerw home. earthlink ner'~cadas

sindex itm anothar person wae is supportive of CADASIL has

established another Website at http 2] Mrinlester.com/eadas12/cadasilhome

Hmw did this neveslefter began:  After watching the movic
Lorenzo's Onl [ was inspired get on the lntsrnet wn Februany
1997 and looked up excessive white matier, anything from the
Tesulis of MET and CT scans. No Doetors could tell me what
my hushand had T weat tn Steve’s Tloclor and gol copis of
his Gles. I iyped them ool and copied them to g word-perfect
file. T sant mare than 30 F-mails ont with my hoshands'
histery and asked for help. 1 leamed that sometimes vou mmst
b your own case manager o Jearn anyzhing. T bave hope for
my hushand ard my family, Toold sy huskend (aad cech time T
gt on the computer 2hd when I press he send button on E-
mil, thet ene day the hepe 1= to find a eure for this nightmare.
T developed & web site for CADASIL m hapes | conld help
others and find out mere about this dissase. Well, the response
hes been fantastic, This wont from helping others to a sappart
group link. No words could exprass the ameunnt of thanks Lo
gvervone whe has coniribuied to the web site and newsletzers,
Flease remember "TOGHIHRER WE Q0O HAVE HOPE"

This is ome description of meny concerning CADASIL
httpewermecafarm: ly org ok Dnrectie L 0 himl - CADASIT  is
charecterized by recument stroke most commonly  first
oceurring in the 30 to 50' altheugh it s now known that the
disease can be very variadle and in scme people mev not
presert unfil their 605 A few individuals idertified wich
CADASIL have remained well in tbers 70 The lype of
stroke affecting people with CADASIL arc lacunar siokes
{literally meaning a small lake or hole in the brain), As these
strokes ame small, they tend to be fairly mild avd individuzls
oftzn recaver well The most common type of stroke is
wealiress affeciing cne side of the body, If recurment stokes
acewr, this can lead to persistent disability, which is 1aost
vsually arm or leg wealmess, or shuriing of the speech,
Individuals with CADASIL czan suffer from arwdety or
depression. Depression is very froquent after any stroke end
usnally improves with time and weatrnenl i necessery.

Howrever, occasionaly, dapression may oceur belore any other
gymptoms of CADASIL. Rawcly, seizures {epilepsy) voour as
part of CADASIL, Uwer time, as lhe discase progresses,
mernory problems may oceur snd if these become severe, they
arz likely 10 cecur in the 50's or 6f's. Mipraine is another
common fratre of the disease. This mnst cormmonly starts in
the 20's but the omsat is vangble, Usually ibese are ‘comples’
migraines. This means that in addivon to the headache there
are shor-lived nouselogics] svmptoms, mest commonly, some
disturbance of vision or numbness down ene side of the body

or speech distwbance. Tt s known that CADASIL results

from s abuesmality o une very smell pan of the netch 3
geme. 1L 18 Lthought that the pretein preduced by the noch 3
gencs iz responzible for commumeation between cells within
the body, although ruch work is still reqaired to confima this,

As vel, 1t i nod kmown why the abnormalitics in the nowh 3
gere mindividuals with CADASIL result in the disensa.

Further research will be needsd w wnderstend the disease
mechanisiu, Allhough Fis iy oot Tally anderstond it is known
that patients with CADASIL suffer from progrossive damage
within small blood vesscls. This is likely 1o lead W bolh
reduced blued flow and an inability of the blood vessels to
regulate blood flow, Altheuga abocrmalities in Hlood vessels
can be tound throwshout the hody, they appear to b2 most
sisver 10 the braim, and only praduce problems noticed by the
person with CATASIL willin (e bram, I iy believed that the
abnormalities within the bran result in redoced Bloed Jew o
ceriuin gecl: of the brain.

FYoungest Person with CADASIL A 14 year old has been
having the severe hoadaches for abowt 3 years now and she has
had 4 strokes ard just 2ol iesied and has CADARIL. The
research Thave read en CADASIL stzted onset mid aduitheod.

This shakes np my whole world, as my comfart zone was thal
my bwo daugiters who are 15 years ol acd 19 vear of ape
could lead a norme] life untl mid adultbond. We just had a
grunddougiter who has made a meaning in out life.

Steve's progresy  Sicve is now on permzuent disability. He
lives evervday with pain and the tight side by bis amm the
muscles arc so weak. Abuoul three years aga he had newro
psychology testing as a bescline end now he will have 0 go
through ot agam. His shert-term murwery loss is very bad, Ths
medicires are Toparax Asprin, Celexa, Yiamin I, Zogor,
Meproans; He is alse on hlood thinner due to sticky bload
synireme and Avandia, Metformin for THabetics. He was on
Depacote for a loag tme but Topamax is newer drig with
fewer aide efivets and scoms to help Steve wita his svmptoms.
He really thinks it helps a lot end I have scen erticles stating
that Topamax can reduce the sk of migraines. Steve cannot
b2 under any stress atall or it brings cut an amack and he is in
bed orzo weak.

Orker storizs and e-mails (] belivve instead of myvself going on
about Steve and how we cope the c-matls from the e-mail
support group which will hels all us onderstand CADASIL
anel T we all cope with it} this list i3 slso for declurs who
have g10wm zn interest and other To simm up, simply 2o

to: htip:fwww.egroups.com/susscribe/C ADASIL

L-Mai #1 1 was scared (0 deathy, beczuse all the very very had
newes T read!! I though: Oh no, T am really dying!!l And then
an wther day I rcad somcthing elss, and I thouglt: ol well that
person is stll okay after so many veass! 1 lzarned with tims,
that every persor 1z different! My doctor told ane that there









