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Imagine losing a husband or wife to a cancer that’s not supposed to affect people

in an age range specific to them. Now, imagine losing a child three years later to a cancer
not usually found in children. How do you go on? For some, this situation is not something
they will have to deal with in their lifetime. But for Pauline Patulli, this is her reality and
through her struggle she has managed to start a foundation in her son’s name to have his

legacy carried on. “Knowing my son, he would want me to
go on, and my husband I know he would want me to for sure
because we had talked about it,” she says.

Married in 1983 to Carlos Gomes, Pauline who
works in the hotel industry had her first child Jason in 1987
and her second, Nicholas in 1992. It was in 2003 that her
husband Carlos was robbed of his life at only 44 years old on
February 27th after surviving just over a year after his diagnosis.
He succumbed to pancreatic cancer, a type of cancer that
doesn’t normally strike people at such a young age. Finding
strength in each other, Pauline, Jason and Nicholas continued
to live their lives. “We talk about their father. Its not a subject
we don’t talk about,”
were normal. We did the hockey, the soccer, they didn’t miss
anything. We just helped each other get through it.”

But unfortunately their strength could not avert
them from the tragedy that decided to strike just a year after
the passing of Carlos. Jason Gomes, who was described as
many as being very loving and kind-hearted, was diagnosed
with the same disease that took his father. One of Jason’s

Patulli says. “I made sure their lives

dreams was to play hockey, a sport he was extremely talented
at, and attend Cornell University. In the spring of 2004, he
got accepted to two prestigious Prep Schools in the United
States. “When he got those acceptance letters, he was overjoyed,”
Pauline says with tears in her eyes as she remembers Jason’s
reaction to one of his greatest moments. “He worked so hard
for that.” But the joy was short-lived because just as he graduated
from Collége Ste. Anne in Lachine, Jason got news that
would turn his life upside down.

It started with what seemed to simply be a case of
acid reflux but after a battery of tests, Jason was found to have
stomach cancer with a lot of lesions on his liver, which is
highly rare amongst young adults his age. His mother tried
to be strong for him. “You try to be brave in front of him but
you're thinking this can’t be happening again,” she says of her
reaction to the news. “It was a nightmare.”
not a childhood disease, Pauline decided to take Jason to the
Jewish General Hospital to be treated. After doing
chemotherapy both intravenously and through pill format, it
was discovered he was severely anemic and needed blood
transfusions. At this point, Pauline decided to take Jason to
Centre Hospitalier de L'Université de Montréal (CHUM),
where Dr. Denis Souli¢res decided to investigate Jason’s
progress further. It was discovered that the treatment had not
had any effect on him.

Jason then contracted a deadly streptococcal infection,
which he fought against all odds. Dr. Soulieres, who deals
with a lot of cases like this one, then tried a different approach
to try and rid of Jason’s cancer. Things seemed to be looking
up. Jason enrolled at John Abbott College but in the summer
of 2005, he started having other pains and it was found that
the cancer had spread to his hip. By December it was in his
brain and though they did radiation, making the brain tumor
disappear and although he fought right until the end, his liver
failed and Jason could no longer beat the odds losing his
courageous battle on February 3rd, 2006. “He told me he
didn’t want to die,” Patulli says of what her son wanted for
himself. “All T could say to him was that I'd trade places with
him if T could. T couldn’t tell him he was going to get better.
I couldn’t lie to him because I didn’t know the answer myself.”

Out of such tragedy, came a little piece of hope for

Because it was

other sufferers in Jason’s situation. Fonds Jason, an idea
thought up by Jason’s god-father and uncle, is a foundation in
which Pauline is president. Its basis is to get funding for
young adults with cancer. According to the foundation’s mission
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statement and as stated by Dr. Soulieres, the survival rates for young adults are not encouraging

because they seem to have a reduced tolerance to chemotherapy.

says Pauline.

facilitate the research greatly needed in this area.

“I don’t know why this is,”

“I guess it’s because they’re still growing between the ages of 17 and 21 but

more research is needed in this area.” The foundation hopes to get funding in order to

Le joune Jason Games en compagnie de son midecin, le D' Denis 5
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au CHUM.

[ a maladie n'a pas

«Ces derniers mois ont été les pires de ma courte vie...»
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d'age

L auteur est patient au CHUM. Dans un texte fort
émouvant, il nous raconte ici comment sa vie a basculé, en
2004. quand il a appris qu'il était atteint d'une forme rare
de cancer. En bas de page, nous publions le texte de son
médecin, le D' Denis Souligres. qui nous explique comment
il est impartant pour des jeunes comme Jason de sartir de
lisolernent dans lequel la maladie les plange.

JASON GOMES

On m'a togjours dit que fes années
du secondaire serajent les meillou-
res de ma vie, qu'il me fallait les
apprécier et vivre au maximum,
J'ai 17 ans, bientdt la majorite,
mais pour maoi, ces derniers mois
furent les pires de ma courte vie

Il y a trois ans; j'ai vu la santé de
maon pére se détériorer & cause d'un
cancer. || ost décedé le 27 favrier
2003. 1l m'etait difficile de m'ima-
giner pire au cours de ma demiére
année de secondaire, alors que je
m'adaptais péniblement 4 |'absence

de mon pére, C'est alors que j'al
commence & souffrir de douleur a
I'estomac, ainsi que de fatigue et de
faiblesse,

Apres plusieurs visites a |a clinique
et de nombreux tests, on m'a en-
voyd & I'hopital pour passer un san.
Je ne m'attendais nullement & ce
que le médecin m'a annonce: il y
avait une grande possibilité que
mes symptomes solent dus & une
tumieur cancérouse, semblable a cel-
le qui awvait em man péere. Le
26 juin 2004, fe tout étalt confirme ;
cancar de lestomac avec de trés
nombreuses meétastases au foie. Cet-

te maladie, trés rare 8 mon &
Amérique du Nord, est sussi fatale.
Vaoila que mon secondaire prenait
fin, sur un appel de I'hopital le jour
de la remise des diplomes, qui con-
firmait et identifiait mon mal.

Tout cela &5 avoir travaille telle-
mant fort 3 'école et au hockey cette
annee-1a, ce qui m'a permis de rece-
wvoir des offres de bourses d'étude
aux Etats-Unis. Jo ma réinstallais
dans la vie optimiste d'un jeune
normal lorsque ['al @t sccepté @
I'ecole Millbrook de New York. J'ai
il tout lalsser, renoncer, pour com-
maencer de la chimiothérapie,

A I'hapital, on était un peu deconte-
nanceé. devant un cas comme le
mien, ne sachant trop commant me
traiter. Apres quatre mois de thera-
pie, aucun effet sur ma santé ot sur
mon cancer qui progressait.  Les
docteurs me tenaient pour « con-
damné » ot avaient perdu tout es-
poir. I"avais aussi perdu confiance
en ce que la médecine el certalins
médecins pouvaient faire pour moi,

J'ai alors changé d'hopital pour me

retrouver au CHUM o4 une equipe
& reconsidére mon cas sous un angle
nouvead. || n'était pas usuel pour
eux non plus de vair un cas comme
le mien, mais lls ont fail des tests
qui ont parmis de trouver des carac-
teéristiques particulieres sur ma tu-
mieur et de me traiter avec de ou-
veaux medicaments. F'etais plus en
confiance et |'al trés bien répondu §
ce traitament. Je me trouve mainte-
nant proche d'une rémission, c'est-
a-dire sans maladie décelable aux
EXAMETS,
Ma maladie et mon traltement s'éti-
rent depuis le début du mois de
Juillet. J'ai subi les huit pires mois
de ma vie : de la nausée, des visites
continuelles a I'hopital, mais sur-
lon-

fléchir. 1'atais souvent tres decoura-
e, car cette maladie peut facllement
mattre fin 4 la vie chague jour je
contemple ce qui pourrait m'arriver.
Ju le sais, jo I'ai vu avec mon pére.
Jai repcontré  une  psychologue
pour en parler. J'al cependant voulu
tout essayer pour me donner un
avantage sur la maladie, pour ne
pas lacher, allant méme voir un na-

Ma famille et mes amis sont d'une
grande aide dans mon combat, Sans
BUX je ne serais strement pas ici. s
m'ont soutenu tout au long de mes
traitermonts ot ont fait une grande
différence.

Jespisre avoir subl le pire de la ma-
I.'u‘.lle et compta avair droit et accas

tout des journees
QUES B BINUYELSES.

Je n'ai pu jouer au soccer ou me
rouver un  emplol comme  mes
amis. Je n'avals pas l'énergie pour
sortir |e soir ou méme pendant la
Journée. Je me retrouve seul la plu-
part du temps, Une personne qui a
le cancer a bien du temps pour re-

me donnant |a pos-
ssb-hu} de gueéri et poursuivre ma
vie, Je sais bien gue je ne serai ja-
mais la méme personne.

Jappricie la vie besucoup plus et
me léve tous les matins avec un
sourire aux lBwes en reconnakssance
de tout ce gue j'ai aujourdhui... et
ce dont je réve pour demain,

Jason ne doit pas étre seul

DENIS SOULIERES

Imaginez quelques Instants volre réaction,
apprenant que pour votre famille, le cancer
est « dans les geénes ». Votre risque de deéve-
lopper un cancer est ainsi supérieur & celui
de I'ensemble de la population. Vous wviver
aver crainte. espérant que e mauvais sort ne
vous tombe pas dessus. Puis, pour certains, il
y a le diagnostic...

Que faire aprés ce peénible verdict 7 Quand
un jeune homme de 17 ans se présente &
vous, souffrant d'un cancer, semblable & ce-
lui dont & souffert son pire, ot dont la mala-
die progresse, il faut s'attarder au cas, inter-
venir différemment, trouver une autre vole,
hors des sentiers battus. |1 est anormal de dé-
velopper un cancer a cet age, lequel est diffi-
cilement tmputable & I'usure du temps ou &
une exposition toxique répdtée, Par déduc-
tion, on fait I d'une =L

naute scientifique en gquéte des causes de di-
vers cancers et des thérapies pour les com-

moins efficaces. Pourquoi 7 La cause est in-
connue, & cause d'un déficit d'efforts et d'in-

battre, Elle est par
jpour le patlanl si glle pelmEL d" H:lem.lhar un

our dtudier oo

therapies novatrices. Les medecing

ment formés sont cependant de moins on
moins en mesure de s'investir. Pourquoi 7
Parce que |eur autorité & prescrire selon leur
meillewr jugement médical est restrainte. par
des regles bureaucratiques. Parce qu'ils sont
mains dlspnninles trop  oetupes pour de-
vouer du temps sux cas complexes. Parce
qu ‘Ils sont confrontés aux coupures affectant

o
medical rare et développer des avenues the-

o=
tentiel lerment efficace pour Tui.
Les cas de cancer des « late tBens » el jeunes
adultes sont rares. Leur impact est pourtant

= Il y a dans une salle d’hopital

jues différentes.
artaines conditions favoriseraient pourtant
'atteinte de résultats. L'or

ot options
NusJeunas adultes souffrant du cancer comime
Jason meéritent plus que ces |imites imposées
par I'homme. Leur droit de vivee et de croire

des patients vers des hopitaux oo lexperuse

est ¢
dedige of de dla

en l'avenir suffire & nous obliger
miédicalernent et socialement & leur dgard.
Le jeune homme qui ose dévoiler ici en

gnostics pointus et de traitements adap-

quel lignes sa dicale et ses
peurs n'est pas seul 3 vivre cotte condition,
Saortir du sombre isolement quotidien importe

beavcoup pour son traltement, pour son che-

de patient, pour tolérer la voie

un jeune homme mga’dﬂn‘ tés. Cela requiert des laboratoires me-
o dicaux capables 4o anaiyses
longuement le sac de ‘,.,,,m Ia
himioti haitant identi L' m:r:es
b i }f'é, ““. i, mu > qu’il a des Ihdraples qul sont nouvelles, su
fi de & dans stade de recherche ou réservées a priori
e & d'autres fins. est aussi essentlel, prin-

toujours dramatique, Chague patient voit la
maladie
mature. K

génigue famniliale au cancer, || faut chercher
WI.IFqUDI CE CAancer survient et trouver une
& ciblant un bl

traitement.
La connaissance generee par I'etude de tels
cas est d'allleurs inestimable pour la commu-

ces patients regoi

cipalement lorsque  les  traitements
usuels s'averent inefficaces. Mais il faut
d'abord et avant tout s'engager a offrir aux
pallanls espoir et confiance.
Cet

des ples o ! nes,
De fait, on constate que durant les tendres
années du debut de la vie adulte, la chimio-
thérapie administrée pour traiter les enfants
st trop toxique, alors que les therapies utili-
seées chez les adultes plus agés s'averent

0 est pr Il ne s'agit
pas d'une promesse de cure, mais de faire ce
qui est humainement possible pour procurer
une survie amelloree, pour repousser les
frontiéres imposées par des connaissances
somime toute limitees, pour oser utiliser les

d'evi dans laguelle la maladie le sta-
tionne depuls cdes mois. La médecine fait ce
qu'elle peut pour V'aider, mais ce jeuns doit
sentir que la societe tente |'impossible pour
lui ot tous ceux qui souffrent du cancer & un
a%e trop jeuns.

nire-temps, une fols le traitement prescrit
at attendant les prochains résultats, il y a dans
une salle de I'hopital un jeune homme regar-
dart le soc o apie,
souhaitant qu'il finisse bientot de s'écouler
dans ses veines... 1| fonde son espoir dans ce
traiterment ot dans l'acces & tous les traite-
ments que pauvent offrir Ia medecine et 1a so-

données disponibles afin de des



The Canadian Cancer Society doesn’t list any statistics on this particular age
group, classifying young adults as being between the ages of 20 and 44 and although they
have some support groups that help youths starting at age 18, there weren’t any that could
help Jason. According to Patulli, there is also a great lack of talk groups for people in Jason’s
age group. “I became his best friend,” she says, being glad for that precious time she had
with him since she works from home. “But of course as close as we were, there are still things
you're not going to tell your mom. It would’ve been different for him in coming to terms
with his illness if he would have had someone to talk to who was going through the same
things he was.”

She speaks about the isolation that could be felt by these youths, as demonstrated
by Jason because not a lot of people understand what they are experiencing and this is why
there is a need for support groups, even chat forums on the internet to be set up for youths
like Jason. “One day his body could take him playing two hockey games and a soccer game
in one day. Then all of a sudden you can’t get your body to do what it’s used to doing,” she
says of one of the many physical as well as psychological struggles her son dealt with. “They
[youths like Jason] become so alone because their life is at a standstill while everyone else
goes on with theirs.”

For Jason, his family and friends gave him strength. In an article he wrote for La
Presse last February, he explained what his family meant to him, writing, “My family and
my friends are a great help in my struggle. Without them, I surely would not be here.”
Pauline says Jason was very family-oriented among many other things. She speaks openly
about him, saying that it helps her with the healing process.

“He was a very serious kid but at the same time he was happy. He was very tenacious,
courageous and just had a great aura about him,” she says with a look only a mother could
have for her child. She hopes the foundation will help carry his memory on. Pauline, along
with other volunteers on the committee including Dr. Souli¢res, started an annual golf
tournament which raised over $40,000 last August. With the help of volunteers, she is also
organizing a benefit dinner, starting a website and looking for corporate sponsorship.

“Knowing Jason, I'm sure this is what he'd want to do. He always wanted to be
of help,” she says. “I think what I'm keeping alive is that spirit.” She says he was always
generous with others even when he was sick. She remembers the time Jason had an elderly
lady in his hospital room who was almost blind. There was nobody there to feed her in the
mornings and Jason couldn't get out of bed because he was paralyzed on one side. “He wanted
to help her eat,” Pauline says with tears in her eyes remembering her son’s caring spirit. “So
hed say to her ‘it’s on your left or it’s on your right' until he was sure she had eaten all her
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food. Then when her family came to visit later on, he'd tell them what had happened with
her during the day.”

It’s this generosity Patulli hopes to convey through the foundation and in the
foundation’s mission statement, it boasts to “demonstrate to these youths that society cares
about them.” Through the foundation she'd also like to help families who can’t necessarily
afford the medication these youths need to fight cancer, saying that some of Jason’s prescriptions
used to cost her $1,500 for 30 days. “I was fortunate because I have insurance and I work
but some people don’t have this and need assistance.”

As for the future, Pauline finds strength in sharing Jason’s story and telling people
about his courageous battle. In his article in La Presse, Jason told his story of constant struggle
openly as his mother is now doing. Just a year before his death, he shared with so many his
love for life when he wrote, “I appreciate life so much more and I wake up every morning
with a smile on my lips acknowledging all that I have today...and all that I hope and dream
about for tomorrow.”

Unfortunately his life was cut too short, his hopes and dreams not realized but his
loving mom is hoping to make a difference for other youths who have hopes and dreams like
Jason. “He’s still around,” she says. “He’s with me all the time so I guess I just keep going
because of that. I still talk to him. What gives me strength is knowing that he’s gone but
he’s also still right here.”

For more information or to donate
to Fonds Jason:

FONDS JASON,

3551 boul. St. Charles, Suite 249,
Kirkland, QC H9H 3C4

Tel: (514) 630-0110

Email: fondsjason@videotron.ca





