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WP6 - MAIN DELIVERABLE

A document setting out In prescriptive terms what is
required for setting up a Cancer network

The epidemiological data pertaining to any particular
geographic region are the starting point for defining the
needs of that region in terms of cancer care; the
document will outline how, depending on the size and the
density of the population, one or more comprehensive
cancer care networks (CCCN) are needed in order to
meet those needs, and how these should be established.
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WP6 CHAPTER: INTEGRATED CANCER CONTROL

Definition of a CCCN -1

*A CCCN consists of a number of Units belonging to
different institutions (at least 3) dedicated to research,
prevention, diagnosis, treatment and supportive care for the
benefit of cancer patients.

eThese Units interact and have stipulated a written
agreement to collaborate consistently, in a structured way,
with a common governance, in order to pursue their goals
more effectively through synergy.

e Within the CCCN the care of patients is the responsibility
of inter-professional teams that are multi-disciplinary and
tumor-specific. Each team, or tumor management group
(TMG) works together for the benefit of patients with that

_particular type of tumor.
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WP6 CHAPTER: INTEGRATED CANCER CONTROL

Definition of a CCCN - 2

*A CCCN must have
- standards of care for cancer-specific pathways
that are binding for the entire Network;
- a uniform system of quality assurance
- a unified informatic system for optimal
exchange of information.
*The institutional objective of a CCCN is to provide
comprehensive cancer care to all the people living
in a certain geographic area
* A CCCN can be local, regional, national or cross-
border.
e Interaction among different Networks (CCCNs
and others) can be beneficial




CCCN

STRUCTURED SET
OF INTERACTING
COMPLEMENTARY
INSTITUTIONS
WITH COMMON GOVERNANCE
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One set of patients

Universal access to
specialized treatment

ZSharing high technology

Cost saving through large
numbers

Synergic pathways

Seamless patient care




WP6 - MAIN OBJECTIVE

e Size 2-5 million population

e Facilities for optimal cancer treatment

e Common cancers

e Rare cancers

e Highly specialized care as necessary

e Comprehensive Cancer Care Network (CCCN)
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HOW A CCCN CAN
PROMOTE/IMPROVE EQUITY. 1.

THE MISSION OF A CCCN

To Understand,
to Treat,

to Prevent Cancer
At Best for All




WP6
OPTIMAL CARE FOR ALL

A CCCN must:

« Adopt and implement best knowledge and
practices available worldwide;

« Capitalize on the expertise of all
professionals within the network for the
benetit of each and every patient;

s Operate through the activity of tumor-
specific Multi-Disciplinary Management




HOW A CCCN CAN
PROMOTE/IMPROVE EQUITY. II.

e Multiple access points

e Every access point makes all the
resources of the CCCN immediately
available to every patient

e Access point nearer home

e In most cases most or all of the
cancer care pathway can take place
near home without sacrificing
quality




HOW A CCCN CAN
PROMOTE/IMPROVE EQUITY. III.

e For most tumors all Units within a CCCN
have common optimized protocols that
are binding

e Thus, same treatment options are

offered to every patient regardless of
entry point

e For some tumors one Unit may have
specially excellent expertise: that
expertise is offered to every patient

... regardless of entry point
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QUALITY ASSURANCE AND
OUTCOME INDICATORS. 1.

e Quality assurance or quality controls are
just as important in a CCCN as in a CCC or
in any other Unit caring for cancer patients

e One of the most important outcome
indicators for any particular tumor is the
ratio R:

_ (Patients with good outcome) /
- (All patients treated)




QUALITY ASSURANCE AND
OUTCOME INDICATORS. 1II.

Traditionally the denominator in this
ratio R

(Patients with good outcome) /
(All patients treated)

is the number of patients treated for
that particular tumor in a certain
institution (e.g., a CCC). Therefore R
may not reflect the rate of good

~outcomes for the population at large.
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QUALITY ASSURANCE AND
OUTCOME INDICATORS. III.

A major aim for a CCCN is to provide care for
all patients in a certain geographic region.
In this case the denominator in the ratio R

(Patients with good outcome) /
(All patients treated)

ought to be the number of all patients with
that particular tumor in the region. In this
case R will reflect the rate of good

outcomes for the population at large.




HOW A CCCN CAN SUPPORT
PATIENT EMPOWERMENT. 1.

e A CCCN has a common patient
database to which the patient
herself/himself has access

e Within a CCCN a patient can obtain
seamless transfer from one Unit to
another

e Should the patient request an opinion
or transfer elsewhere the complete
record is available in one single

..., package
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HOW A CCCN CAN SUPPORT
PATIENT EMPOWERMENT. I1.

e A major option in cancer care is,
nowadays, participation in a clinical trial.

e A CCCN will normally run a number of
trials for all common tumors, and possibly
also for rarer tumors.

e As a result, entry into a trial will be
offered within the CCCN whenever a
patient is eligible.

e This option will be offered to all eligible
~ patients regardless of point of entry.
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Y attent empowerment eun terrnme
§ forte, non facjlissimo da traclu.rre,

tere al paziente vuol dire che sia

paturadella malattla che possaconoscere

ruoloattivonelle de c1310m che nguardano
la sua salutex.’

accetta solo il 14% di quelli che fanno do-
nanda, ma ¢ deliberatamente multi-etni-
ta), aveva 12 anni quando le fu dlagnostl-

pil comuni per Ia presenza dei tralci con-
fettivali o fibrotamelle che gli hanno dato
nome. In secondo luogo, quando si svi-
ippano tumori nel fegato, questo [ quasi
empre gia affetto da epatlte cronica o da
rrosi: per contro, il-carcinoma fibrola-

Operfetiamente sano.Laterza caratteri-
tica & per certi ve1'51 la plu conturbante in
Dntrapposmone con c10 che tuttl sanno,

ma dal 51gn1f1cato chiaro: pitt po- .
meglio informato, che capisca meg]lo la:

ltrichehannolastessa: in complesso, per:
irla con Wlklped.la che possa avere «un

Elana Simon; alunna della Datton High _
chooldiNew York (unascuoladiélite che :

.Alunna della Dalton High g
- 'School di New York, alZannile

“fu dlagnostlcato umn rare tumore
fato un carcinoma fibrolamellare del fe-:.

gato: un tumore molto Taro con caratteri- :
tiche insolite. Anznutto ‘almicroscopio &
facile differenziarlo dai tumori del fegato:' :

.dell’etd maturaoavanz ata, ilcarcinomafi- .
brolarnellare colplsce igiovani 0. glova-

“'nissimi, come Elana, che per foftuna veni-.:
-va prontamente ‘operata allo -scopo.di

‘asportare.completamente il tumore,
Neglianni successivi Elana indico ch1a~

‘ramentechenonsiaccontentava diessere.:
una ragazzina con una «mal_ama rara»,’
apparentemente sotto.controllo: ‘decise.

insommachenevoleva capl.re il perche e 11
percome, e che poteva 1ncorn1nc1are dallo:

studioin laboratorio del proprio tumore.
‘Non ha g'uastato 11 fatto che]lpadre di. Ela—

€a 17 anni inizid a studiario con

risultati pubbllcat_l su «__Nat_ur_e»

“na, Sanford Slmon giaa capo d1 un 1abora- :
“toriodiricercaalla Rockefe]lerUmvermty

ma ¢gli si era sempre dccupato di biologi:

“cellulare, non di tumori del fegato, Non
7conosco i dettagh della dinamica familia-"
Tiellare ingorge in unfegatocheéperilre- -

re; maa 17 anni Elanaha convinto il padre ;
alasclaﬂa entrare mlaboratorm c¢hehai r1-

“convertitoaunohiettivodiricerca nuovo—
Al carcmoma ﬁbroiamellare E rmsmta a

‘recuperare da altri 15 pazienti vicini e lon-

taniframmentidiquesto tumere, daiquati

-ha estratto i1 DNA che poi, insieme concol-

leghipitiesperti, hastudiato atappeto{se-
‘quenzizgmento tota]e) per identificare

‘quali mutazioni potesse contenere, -

Ilrisultato, pubbhcato poche settimane
fa_su1.Nature, & stato dal punto di vista
“gcientifico spettaco]are Sié scoperto che

=iel cromogoma 19 del tumore ¢ avvenuta

1a perdita {delezjone)-di un segmento di
DNA_ di conseguenza;, una parte del gene

~immediatamente amonte della delezione

“(chiamato DNAJB1)'5i & saldato ad una par-

te'del gene mnnedlatamente avalle della
delezione (chiamato PRKACA) Dalla fu-
“'sionedelle duepartisiéletteralmente pro-
- dotto un gene nuove, ¢ pertanto anche la

protema prodotia da ‘quel gene & nuova.

+ Come la mitica chimera aveva parti del
~:corpadi ammah diversi, cosilanuovapro-

teinaha eiementz molecolari appartenentl

a proteine diverse, € in gergo viene percw :

chlamata chimerica.  Conoscevamo gia

: numerose proteine chimeriche in vari tipi

di tumori; ma non questa che halimpro-

. ‘babile sigla DNAJB1-PREACA. Ancora non

¢ chiaro il ineccanismo preciso attraverso

-ilqualela proteina di fusione causala tra-
sformazione di una cellula da normale a
‘tumorale: siccome la parte predominante

del gene di fusione appartiene a PRKACA,

'ma la quantita della proteina prodotta &

ana Simon cura s¢ stessa

~ " Cioé cheiil cancro éin génere una malattia

‘GIOVANE SCIENZIATA | Elana Simon con
ilpresidente Barack Obama

dettatada DNAJB1,V’ipotesi piti probabile &
che ci sia un eccesso di questa proteina,
che causa proliferazione incontrollata,
cio& iltumore,

Ci da altri due messaggi importanti la
ricerca brillantemente portata a termine
da Sanford ed Elana Simon coniloro coi-
laboratori. Il primo & che, mentre i tumori
pilt comuni sempre pit si rivelano etero-

genei a livello molecolare (cioé tum
considerati vguali contengono in re:
mutazioni diverse)inuntumoreraro si
trova sempre la stessa mutazione: la d
gnosi di carcinoma fibrolamellare del
gato 1mp11ca automaticamente che il ¢
pevole & il gene chimerico DNAJB1-PRF
CA. 1l secondo riguarda ‘guella c
poiremmo chiamare la potenza tumo

" genica di una mutazione, Le mutazic

pilisemplicisono quelle in cuiviene sos
tuita nel DNA una singola base: sebbe

_anche queste possanoaveretalvolia eff

tipesanti, unadiquestenonbasta a cau:
reuntumore. Non & strano che una mu
Zione piti complessa, come una delezio
che genera una fusione genica, possa
sere piti devastante. Quante mutazic
occorrano per dare un tumore € questio
ancoradibattuta: probabilmentesened
vonoaccumulare da3a 6inunastessac
hala. Ma se una delle mutazioni produ
una fusione genica forse basta quella
sola; € questo potrebbe spiegare anc
perché il carcinoma fibrolamellare deld
gato colpisce i giovani: non occorre acc
mulare altre mutazioni, come avviene p
i tumori pitt comuni.

Eraro che in un colpo solo si identific
labase molecolare di un tumore; ma cer
&la prima voltache il iome diun pazien
figuraal primo posto tra gliautori della
spettiva pubblicazione; ora Elana andr:
studiareinformaticaall’Universita di Ha
vard. Purnel crescendo di promozione d
patient empowerment, Wikipedia non av
va ancora contemplato che una pazien
decidesse di scoprire Ia natura della pr
priamalattia, e ci riuscisse.

DRIPRODUZIONE RISERY,




HOW A CCCN CAN
PROMOTE/IMPROVE EQUITY. 1.

THE MISSION OF A CCCN

To Understand,
To Identify,

to Treat,

to Prevent Cancer
At best for All




HOW A CCCN CAN SUPPORT
PATIENT EMPOWERMENT. 1.

e A CCCN has a common patient database to which
the patient herself/himself has access

e Within a CCCN patient can obtain seamless
transfer from one Unit to another

e Should the patient request an opinion or transfer
elsewhere the complete record is available in one
single package




HOW A CCCN CAN SUPPORT
PATIENT EMPOWERMENT. I1.

A major option in cancer care is, nhowadays,
participation in a clinical trial.

A CCCN will normally run a number of trials for
all common tumors, and possibly also for rarer
tumors.

As a result, entry into a trial will be offered
within the CCCN whenever a patient is eligible.

This option will be offered to all eligible patients
regardless of point of entry.




QUALITY ASSURANCE AND
OUTCOME INDICATORS. 1.

e Quality assurance or quality controls are
just as important in a CCCN as in a CCC or
in any other Unit caring for cancer patients

e One of the most important outcome
indicators for any particular tumor is the
ratio r:

(Patients with good outcome) /
(All patients treated)




QUALITY ASSURANCE AND
OUTCOME INDICATORS. 1II.

Traditionally the denominator in this ratio R

(Patients with good outcome) /
(All patients treated)

is the number of patients treated for that
particular tumor in a certain institution
(e.g., a CCC). Therefore R may not reflect
the rate of good outcomes for the

population at large.




QUALITY ASSURANCE AND
OUTCOME INDICATORS. III.

A major aim for a CCCN is to provide care for
all patients in a certain geographic region.
In this case the denominator in this ratio

(Patients with good outcome) /
(All patients treated)

ought to be the number of all patients with
that particular tumor in the region. In this
case R will reflect the rate of good

outcomes for the population at large.
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