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Synopsis

e Information as communication: before
and after Internet

e Problems of effectiveness in online health
care iInformation

e Azalea’'s answer to problems of
Information and communication

e Beyond Internet: the SICOP project
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o reflex! Just a

| wanted to
_tell you...

Let’s first see
.__your reflexes!

Quiet! I'm thinking!
Mumble...Like non-
reflexive...something
to do with metal!

B At

THE LACK OF COMMUNICATION IN AN EVERYDAY SITUATION...
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What has your uncle
got to do with it? Stick
out your tongue!
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Health care on the Internet:
from the lack of communication
to an excess of information

Biomedical information sites: more than 15.000
Source: http://us.deloitte.com/us/news/99april/eastudy.htm

 Access to such sites: 37%b of the total web access (43%b in USA)

e Users researching health care information on-line: almost 100 million, of which
nearly 50%b are from the general public, in 90%b of the cases, the person is
searching information regarding their disease or that of a member of their family.

e Only 58% of Italians are able to find useful information in their language compared
to 96% of Anglophones, 79% French and 89%Polish people <www.hon.CH>

e Other statistics: North Europe,Greece, Spain, Portugal 15% Italy 24%

( Eurobarometer Data 2003 cited by Sole 24 ore, 122:18, May 5 2003)

“Europeans constitute the most numerous group using the Internet with 191 million,
followed by people from Asia (187 million), North America (183 million), Latin America
(33 million), Africa (6 million), and the Middle East (5 million)”
http./7www.nua.ie/surveys/how _many online/. 20035. j« : )
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“The web as a worldwide health
consultant”

More recent data:

e There are approximately 20 million Internet
users In Italy among those over 18-years old
(42% - of the majority age population)

e 26%0 of the information searched for
concerns health, Ii.e.

e 5 million Italians conduct health-related Web

searches

Source: “The web as a worldwide health consultant”, CENSIS
(Centre for Social Studies and Policies) survey, July 2005)
<http.//www.censis.it/>
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Effectiveness

Effectiveness =

e |nformation

+
e Communication

 Personalization
(customization)

Cancer on the Internet,
July 9-10, 2006

e |nformation must be effective
In order to be communicative

e |tis necessary to ‘demass’
communication for it to be
efficacious (Chamberlain 1994)

e How to combine
personalization

« with electronic systems
operating in a
e stereotypical manner on the
Internet? o
>
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Factors that reduce the effectiveness of
online information (1)

e Internetis e Search engines contain
anarchic a great deal of useless
Information

Information needs to be

organized using e There is some risks of

not finding necessary

metadata | |
- : Information

and international _ o

standards e Useful information is

often found by chance,
and in many cases it is
not helpful to the
patient
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Factors that reduce the effectiveness of
online information (2)

e Structured databases e« Itis necessary to

offer “easy to search” consult other sources
Information but often to obtain full

require oneto Information (guide-
rephrase a guestion : :
lines archives,

to obtain the

necessary clinical protocols,
information papers, journals and
books)

e Information needs to be
made accessible in an
Integrated manner
(Dublin Core)
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Maybe I am going mad!! uried under piles of books, journals,

Z leaflets, web-sites and clinical trials!!
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Qgh! And if | were to load all Anyway the Supercomputer
; —this stuff in the PC? swallows it all! hal_ ha! <,
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THE INTERNET IS ANARCHIC: IT DOES NOT GUARANTEE
THE EFFICIENT RETRIEVAL OF INFORMATION
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And In Italy some years ago?

e Before Azalea was launched, information for
patients in Italy was not collated but rather
scattered across virtual and physical sites,
journals, pamphlets etc.

e This led to problems of access

e Patients were not in a position to validate the
retrieved information

e Duplication of procedures existed as the number
of papers regarding any disease, e.g. breast
cancer, was unknown

Cancer on the Internet, ©I. Truccolo;G. Cognetti 11
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Negative Effectiveness :
lack of quality evaluation of the
Information

e |Invalid health information is potentially
lethal

| Chalmers BMJ,April 21, 2001,
322(7292).998b-998
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Lack of effectiveness

e Linguistic barriers « Only 58% of Italians are

make it difficult to use able to find useful
guality information information in their
produced in own language compared
unfamiliar languages to 96% of

Anglophones, 79%
French and 89% of
Polish people

(www.hon.CH)

>
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Patients are not “empty buckets
Into which bits of data, treated like
bricks, can be tossed” (L. Bunyan)

it | AHlAAA! -[I:_
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§ . Lastbutnot least
~ 4 Internet divide

. Large swathes of population do not have access to the
Internet or are unable to obtain online information from
the Web.

(in Europe 60-65% do not use the
computer/Eurostat data 2006)

“Inverse information law”

. “access to high quality relevant information is
particularly difficult for those who would need it most
...people with low health literacy do not benefit from
advance in consumer health informatics...”

G. Eysenbach JMIR 3(2):e19
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Azalea:
an Italilan answer to the problems of
A 3 “effectiveness”
,_;i 7

e The Azalea Digital Library for cancer
patients and their families

OR

e Effectiveness as a result of interaction
between virtual and physical/human
resources

= 1 \ :H"
ﬁr A
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What is Azalea?

An ltalian multicenter collaborative project
financed by the Alliance Against Cancer

coordinated by

Centro di Riferimento Oncologico (CRO) Aviano
and Regina Elena Institute (IRE), Rome :

Alliance Against Cancer (Alleanza
Contro il Cancro, ACC) is the
Italian network of the Oncology
Institutes for Research,

Hospitalization and Health Care

\ J ;
xJAIEeanza contro 1l cancro
.

Created forsharing projects,

finances and human resources
©I. Truccolo;G. Cognetti 20
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Behind Azalea: the international models (1)

CancerBacup
<http://www.cancerbacup.org.uk/Home>

Cancer.gov
<http://lwww.cancer.gov/cancer_information/pdqg/ >

Medlineplus
<http://www.nlm.nih.gov/medlineplus/medlineplus.htm|>

Caphis

<http://caphis.mlanet.org/>
CISMeF
<http://www.cismef.rouen.fr>

Internet Quality Internet resources
<http://biome.ac.uk/>
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Behind Azalea: an ltalian “real” experience (2)

Behind Azalea there is a

non-virtual context: | 1. quality validated g %

o’ocumen ta tion

L

v The Patients Library [
created at the Aviano ﬁ e
National Cancer Institute,

) |

Eh l

iis
i
i
l‘

1998, for meeting the B A ;
information needs of 2 /ntermed/ary exper
It ali an Can C er p ati en tS Al'l.llllllll!!“l!liiﬂﬂlllmﬁ

in a tailored way 3. an assigned place.

Warranty of scientific level, neutrality,
accessibility, and confidentiality

http://www.cro.sanita.fvg.it/biblioteca/bibpaz/txt info bibpaz.htm
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http://www.cro.sanita.fvg.it/biblioteca/bibpaz/txt_info_bibpaz.htm

“Mediterranean style” of communication

“Tallored way” means
that the intermediary
expert can answer the
same guestion with a
different package of
materials according to
the profile of a
particular patient.

y

]

)
)

)s /3
L3

/A

Nyl

|. Truccolo et al. A pilot project of Cancer Patient Library in Italy: the results of a

customer satisfaction survey and its products, Health Info Libr J, 2006 in press ,4*
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gf Physical users versus online

So, at the patients library:

» it is useful to hold many
booklets about the same
topic with different
‘nuances”

...and Azalea Is the
repository to be used and
Implemented

» It Is fundamental to listen Our aim is
carefully to the users’ to transfer the
iInformation requests ... ability to deal with

...this also improves the

Azalea search interface  P1YySical patients to

the online users

Cancer on the Internet, ©lI. Truccolo;G. Cognetti 24
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The Network of Azalea’s libraries (3)

Information services in ltaly = 2w

“““ 5 i L. N
L nformation Service | Qtr ( (\‘>w
1 for Patients ‘

SN
N '
. )

OPEN

1
|
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v At present
there are about
20 Patient
Libraries/
Information
points in ltaly

vSome
peculiarities
and many
similarities...

v'A survey is
ongoing

j o



Digital Library — Knowledge Center“R. Macera
Regina Elena National Cancer Institute

Multimedial
foom

»
vy




Behind Azalea: the physical and electronic
archive of the CRO Library for Patients (4)

'@Pfig.'ﬁ%gzg%aignga

VA
RATICHE”

»Azalea’s first nucleus:
the “Oncologic Data
Bank of Literature for
patients and common

nallbro

| ]
| cafalogo dei libri di cvago al CRO
4 cura delle Biblioteche del CRO e del Comune di Aviano

” Truccolo | et al . An Italian
people (CRO’ ©2003) Oncology Data Bank for patients
» about 900 records and common people. EAHIL

Newsletter 2002, 2002 (61): 21-
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So...What is Azalea?

y&*’,ﬂ\zalea Y

Biblioteca disitale in onanogia Pcrrlalaﬁ, familiari e cittadini

Home What iz Azalea Editorial Committee Endorsernent Contacks Collaboration Disclaimer I

Newsletter News Link to Azalea

Welcome to Azalea, the digital library for cancer patients, their families, and the general public.

fizalea is produced by the Alliance Aoainst Cancer (Alleanza Contro il Cancro - ACC), a network of comprehensive
cancer centres designated by the Italian government as Scientific Institutes of Hospital Admission and Treatment
{(IRCCS) under the auspices of the Ministry of Health, and founded in April 2002,

fizalea offers free access to quality information on cancer, available in print, electronically ar on the Internet, The
information is presented in a clear and readable style aimed at the lay persan, and is mostly in Italian, Azalea is

continually updated,

. . First event in agenda
[Research tins] - Subject search g

Washington, DC, 09/07/2006
CANCER ON THE INTERMET

conferenza

S Head and % Prevention
Y eck W Environmental factars [Events Agenda] - [Suggest an event]
M iJ L ¥ Treatment and rehabilitation 4 DATABASE ASSOCIATIONS
i Complementary theranies

Search by bodyparts Start your search from:

An integrated database
offering material on
cancer, aimed at
patients, their families
and the general public:
more than 3300
records in total

wWwwW.didlégawen. il

Bogliolo et al. More information,
more choice: an Italian database
for oncology patients

Ann Oncol.2005; 16: 1962-1967
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An integrated database means that...(cont’d)

2l Azalea: Search results - Microsoft Internet Explorer

File  Modifica  Wisualizza  Preferiti Strumenti 7 -'r

@Indietru S > | |ﬂ @ :‘ ,.'r:" Cerca "“ Preferiti £ [+ 2

Inditizzo |€| htkp: [ fenae, azaleaweb. itfpubfsearch?lang=en_EMN&key=livergsubmit, x=27&submit . w=3 V| '—) Wi

FAdobe - YW - - |digta chiave diricerca v - |Ew Mail = @ 1 Mio ¥ahoo! ~ »> | Links

Search results
~ searching for any topic,

Insert a word: ||iVEF
e.g. fegato” (“liver”)...
Ordina i risultati per g g ( )

Cerca

Found: 24 documents , 0 clinical protocols 2 associations

[£
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..0ne can retrieve..

53
Inditizzo | Links | Assistente Web @ Morkan Ankivirus E, N

%ﬂmmﬂmﬂm W

Q-8-HX & 6 P i & » File

= ’h A 4 ] ca
j blulﬂtﬂ:ﬂ :|1E|ta|n in m[asia F-e.rnal.atf, familiari e cittadini.
orne  Cos'e Azalea Comitato Editoriale GarantifValutazione Contatti Collaborazioni Avvertenze per 'usco

...0one can retrieve
Information not only about
oring i istat or [Fivarza documents, but also

clinical trials and

/ / / associations or health

Risultati della ricerca

Inserisci un termine: |pr|:|5tat*

Aiuto

care organizations
Trovati: 33 Documenti , 0 Protocolli clinici 3 Associazioni WO r kl n g I n th at rel a‘tEd

field (in process)

Documenti

Pagina Web 1733

Tumor! delfa prostata / Uroloagia clinica .

Breve descrizione
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File

Modifica  Wisualizza  Preferiti  Strumenti

Dettagli protocollo rosoft Internet Explorer

= Indistro ~ = - @ b | @Carca (] Preferiti @Multlmedla 3 | %v = - E

Indirizzo I&j http: /v, azaleaweb it pubviewProtocollotid=27592

Hewsletter ™% Howitd in Arales Link ad Azalea

a Informazione-Prevenzione - Scheda - AIOM - Associazione Italiana di Oncologia Medica - Microsoft Internet Explorer

Fle Modfica Visuglzza Preferti  Stumenti 7

@ indetro - = v @ n o | @Certa ] Pt @Mu\t\media @ ‘ %v 30 -

Intizz ’Ej ht

i, o ]

Pl

jon| i _Scheda‘asp?\d_sessmn=E9AU4F6847624409901ACEELCI906FEC&Jd_onC0ntent=1Q&Selectmnmenj ﬁ\/ai ‘Col\egament\ #

Dettagli protocollo

Protocollo clinico

Nemorubicina cloridrato (PNU-152243°) somministrata tramite arteria epatica in associazione a
cispiatino in pazienii aduflli con carcinoma epatoceliulare non resecabile: studio di fase II preceduto da
una fase di identificazione delfa dose. NEMA-0027-017. FUDRACT number 2005-000731-26,
versione emendata 28 febbralo 2005 (CRO-19-2005) . Aviano : CRO , 2005

- Obiettivo: determinare la dose massima tollerata e le tossicita dose-limitanti e raccomandare
una dose della cornbinazione nerorubicina + cisplatino adatta; valutare I'efficacia antiturorale
dell'associazione.

- Principio attiva del farmaco: nemorubicina cloridrato, cisplatino.

- Categoria: chemioterapico,

- Studio: sponsorizzato,

- Tipalogia del paziente eleggibile: carcinorma epatocellulare non resecabile non suscettibile di
trattamento ablativo con radiofrequenza; nessuna precedente chemioterapia sistemica o
locoregionale,

- Controindicazioni {i criteri di esclusione): variante fibralamellare di carcinoma epatocellulare;
arruolarento in corso in un altro studio clinico; pazienti con invasione vascolare; diffusione
tumorale extraepatica; precedente trapianto di fegato.

- Reclutamento: aperto.

Contatti Dott, Roberto Sorio. Oncologia Medica C. tel. 0434.659172. e-mail rsario@cro.it

@ Operazione completata

zalea Ao

Biblicteca digitale in oncologia per malati, faniliari e cittadini.

Mowits in Azales Link ad Azales

Associazione Prometeo

Abbreviazione: PROMETEQ

Descrizione: L' Associazione nasce presso I'Istituto Mazionale di Milano per iniziativa di un gruppo di ex-pazienti &
dall'equipe medica dell’ Units Operativa di Chirurgia 1 & Trapianti di Fegata.
1 volontari offrana la loro disponibilits per sostenere la ricerca, finanziare progett scientifici per la
cura dei tumeri del fegata, pancreas e vie biliari.
E' parito il Progetto "Casa Accoglisnza® che consiste nel raccogliere fond|
casa di accoglienza per quei pazienti e i loro famigliari che nan risiedon:

terapie glornaliere

Attivita':

Prometeo, organisma onlus, & un'Associazione, senza fini di lucro che in
lore familiari prima = dopo il trapianto.

Léaltro suo obiettivo primario consiste nella prevenzione dei tumari del fegato del pancreas e delle vie
biliari.
E' sempre vicino ai pazienti e alle loro famiglie, per miglisrarne la qualits di vita con l'aiuta di psicslogi
& volontari.
Sostiene |a ricerca sulle proprieta biclogiche, malecolari = biochimiche delle neoplasie del fegato, del
pancreas e delle vie biliari.

Finanzia progetti scientifici per la cura di questi tumori attraverso borse di studio, pubblicazioni
scientifiche, materiale informative sull'argorments.

Diffonde |a culturs della donazione degli organi, 'srganizzazione dei trapianti, Io sviluppa delle nuove

Associazione

lame > [nfaimaziane-Pievenzane

one Italiana di Oncologia Medica

Harted, Lugha ¢, 2005 " Home ¥ Davesamo  ® Unkutll ¥ Coniattl

5

Iscrizione " Attivita Scientifica " Eventi-Congressi Informazione-Prevenzione

Area Associati

Ltumatt g s = Scheds

Tumore del fegato

11 tumori pit diffusi
11 tumori infantili

I Cartelle stampa

IHCIDEHZA

el manda 51 contana n mifione di nuove diagnosi |'anno df tumari maligni del fegato. 31 tratta di
patologie frequentin dsia e Africa, pil rare ned Paesi ccidentali dove corrispondono al 3-Shdi
1utti i casi di tumore. Cofpiscona 0 prevalenza masihi di media etd

Iprincipal fattord di rischio per nsorgenza di tumori del fegato suno: infizione da wirus
del'epatite B o C, cirrost (processo degenerativ del fegata), abuso dialcnol. In aliune aree
gengrafiche asfatiche & africane & stata evidenziata una correlazione con il consuma alimentare i
afatossine (prodotte da particolari finghi, chiamati aspergif, che cresconn nei depasiti di grana)
& dfi nitriti, Dati contrastanti riguardeno lesposizione ad ormoni steroid & |assunzione della
pillola cont raceettiva: ad oggt nessun dito certo depone per un aumentato rischio di tumare al

fogato

CLASSIFICAROHE

.

U'gpatacarcinoma & il tumare epatico maligno pi F u I | t eXt d O C

Mtre varianti pil rare i fumori epatici maligni
rivestimento delle vie biiar intragpatiche), f carcimoma a celule chiare, lemangioendateoma,

sarcoma a cellle di Kupfer e ['spatoblastoma (tipico dellinfanzia)

CLIHICA

1 sintom sono poshi, aspecifict, per lo il tardi, La presentazione pil frequente & costituita dalla
womparsa di dolore e senso di tensione addominale, calo f peso, stanchezza, diminuzione
dell'appetite. Talora & presente ithers ipigmentazione gizlastra della ute), spesso associato a

prurito diffuse, urin scure (colore marsal) & fecf chiare (fpocromiche).

[ mnternet

... about liver...

31



The Voluntary Associations database:
not merely a list of descriptive records

I - ,_LI ,_LI . AT File Indirizzo | Links | Assistente Web &2* Morkon Antivirus E.:‘, - * ) g X

-
Associazioni

13 Associazioni

Europa Uomo [EVROPALISMO]

Descrizione E'una libera associazione di cittadini, in grandis Th e VO | u ntary

dedicata al raggiungimenta degli abiettivi statut

hanno sperimentato o stanno sperimentando qu AS S O C i a,ti O n S d atab a,S e i S

segnare |'esistenza ma anche a tutti gli uamini

informati su questa patalogia. I n teg rated I ntO th e
20 Comes documents database

LIFE [ALIFE]

Descrizione Life & un'associazione non profit per la prevenz aS a reS u It Of:

Fondata nel 1986 & riconosciuta ente morale, s

dei turnor pid diffusi, avvalendosi di Medici qua

codificati protocolli diagnostici, La prevenzione /Stan d ard I Zed d eS C ri pti O n

dell'utern, della pelle.

Soggetti {italiano) F'rievenzicune di I:u-ase. Ricerca oncologica /M ES H/N L M S u bj ects

Soggetti {inglese) Primmary Prevention, Oncology research

3f3 Associazioni . . .
Associazione VYolontaria Promazione e Ricerca Tumori [AWVOPRD /M ESH S u bJ eCtS I n Ital I an

Descrizione L' Associazione & nata nel 1981 ed & iscritta al | th an kS to th e tran S | atl O n

s0lo nel territorio di Parma e provincia. Promu

strf.lmentl |:.|er la dlagnu:fsi.:l.ca pru:urnu-.:uve screeni by th e Istltu to Su perl O re d i

attiva I'assistenza domiciliare al paziente oncol
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The contact with the Associations

. 5 » » I,
Q- lﬂ @ D | A &2 Elle Inditizza | Links  Assistente Web @- Narton Antivirus & - !;', Sl

\_: P Aza]ea Y

Biblioteca digitale in oncologia PcrmaLatl', familiari e cittadini.

Abbreviazione: EURQPALOMO

Descrizione: E'una libera assi i in grandissima parte pazienti di tumnare alla prostata, dedicata al
raggiungimento degli obiettivi statutari,
Europa Uomo si rivolge sia a tutti caloro che hanno sperimentato o stanno sperimentan:
diagnasi di cancro alla prostata possa segnare |'esistenza ma anche a tutti gli uomini che, raggiunta

una certa etd, desiderano essere informati su questa patologia.

Attivita': -Promuovere in tutta Europa la diffusione e lo scambio di informazioni corrette e aggiornate sul
tumore della prostata.
-Richiarnare |'attenzione pubblica sulla necessita di affrontare il turnore della prostata con
consapevolezza,
-Insistere sullimportanza della diagnosi precoce,
-Sostenere campagne per ottenere la migliore terapia.
-Garantire la qualitd delle terapie di supporto durante & dopo le cure per la malattia,
-Esigere un'adeguata farmaziane e preparazione del personale sanitaria.
-Pramuovere la diffusione di linee guida di trattamento,

-Richiedere contralli regolari di qualits delle apparecchiature mediche e diagnostiche.

-Assicurarsi che ai pazienti venaa soieaata in modo comprensibile oani diversa possibilita di cura. che

We keep Iin touch with the

- Associations...

In this way, those who
produce cancer information
for patients

v'can become better known to
the public (see the Agenda)

vare easily contactable,
iIrrespective of their Web
“presence or absence and
regardless of their
geographical location in Italy
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Azalea in figures, June 2006

v 1892 records pertaining
to informational material

v’ 614 full text, 229
websites, 89 clinical
trials, 822 obtainable by

request from holding v'Print or other kinds of
library support are available

v The materials available
are: books, leaflets,
articles, associations,
web sites, clinical
trials, dvds etc...

v'The main language of the material is Italian

Cancer on the Internet, ©lI. Truccolo;G. Cognetti
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The Azalea Patient Forum

» 4 more Institutions collaborating
beyond the 7 initial ones, plus
other contacts

v' More than 400 documents
delivered on request by traditional |
and electronic mail (since October |
2004)

3 AZALER FORUM UTENTL :Index - icrosoft ntemmet Explorer

fle Modfica Visuelzza Preferi - Srumeri

eldetro + = - @ 4 ‘ @Cerca @Pref&nt\ @Mult\med\a m %v E] E v E

Indrizzn |@j it v el ot

v

QurCommuity

Hon d sena nuovi messaggl Seana forum come gid lett
Ulimo accessa Mer Lug 03, 2006 %:37 am Leqqi messaqql non let
La data di oggi & Mer Lug 0, 2006 5144 pr Leqqi tutf i tugi messangi
Tutti i fusi orari sono GMT + 2 ore Leqqi messagg\ senza risposty

) [L FORUM DEGLI UTENTI DI AZALEA

, REGOLAMENTO Ven Giu 16, 2006
Tutto quella che ¢'& sa sapere a proposito df questo forum 1 12:10pm
adrin ©

, Testimonianze Mer Lug 05, 2006
/' Testimoniznze, racoonti, starie, candivici can gl altri utenti e tue esperience, i 6 12:42pm
— Moderatore Elians 0

Di tutto un po

. 7 P T s . . Lun Lug 03, 2006
4 Varie ed eventual, suggermenti, praposte i discussione, Serivi cid che t pare.., Ma sempre nel rispetto del gl

‘ Indice del forum l:l ‘

j Vel | Coleganent

|3

L ;"Egdﬂ\arcentol ! t Lipg

/ = , PIALEAWED ] n . . 0l

TO t aI 1 9 , OOO d I ff e r e n t I n t e r n et L] agzneay:tdaey,elmpressmm, sugqerimenti, euriosits sul sita di Azalea (hitne/fwww azalezneb /) scun mESSa‘QUU:

visitors each month L. =

. . . e

v Analysis of usage statistics t0 | ‘=

- gtueg:;\ngt‘\sir\asaswaaﬁsu li utenti connessi negli ulimi cinque minuti

Improve the database and make e

. . j(Nuow messagqi || Non d sona nuovi messaggi é{ THfarum & chiusa b

It more suitable to user needs J A

8 Intermet
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An overview on the Azalea resources

*Azal@a bt

Cornitato Editwin's Garanti/Valutazione Contatti Collaborazioni Awvertenze per

Hewsletter MEW  Nowitd in Azales Link ad Azales

Risultati della ricerca

* Inserisci un termine: |mﬂmmB”El

Crdina i risultati per

Aiuta

Results

novati: 144 Documenti , 20 Protocolli clinici , 45 Associazioni

Documenti

English
Interface

linical trials

Associations
-~ Database

Document
Delivery

E] Cip gapa [Richiedi il documento] 1/144<

La patologia della mammelldl | benigna, maligna / Luca Rotunno ; Malvini Stefania . 7. ed . [s1.]:

Soggetti {italiano) Meoplasie della mammella - terapia , Meoplasie della mammella - chirurgia , Neoplasie della

Types of
documents:
electronic, MEREIE
websites, etc. s

" Criteri orientativi per la definizione di percorsi diagnostico terapeutici /

1 Guido Antonio, Schittulli Francesco .

Breve descrizione

Link http:/fwww orogettoamaltea.it/Protocollo tumaore marmrella,pdf

Cancer on the Internet, ©lI. Truccolo;G. Cognetti
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b 0 d art a % Prevenzione .
Bioparco, 10/05/2006
@ Fattori ambientali

Cancer on the Intern
July 9-10, 2006

Mewslettar HEW

Movitd in Azalea Link ad Azalea

Benvenuti in Azalea: Biblioteca digitale in oncologia per malati, familiari e cittadini

Azalea & un prodotto di Alleanza Contro il Cancro, rete degli Istituti Oncologici Italiani di Ricovero e Cura a Carattere
Scientifico (IRCCS) voluta dal Ministero della Salute e fondata nell'aprile del 2002,

Azalea offre accesso gratuito a documenti di qualitd sui tumori, disponibili su diversi supporti {stampa, elettronico,
video), I documenti inseriti sono scritti in maniera divulgativa e per la maggior parte, in lingua italiana. Azalea &

continuamente aggiornata.

h

) . ) Spazio Associazioni
[Come effettuare |a ricercal - Ricerca per argormenti p

Frimo evento in agenda: I migliori

Ricerca per parti del corpo Inizia la tua ricerca da ) 3
anni della nostra vita, carpagna

@ Trattamenti e riabilitazione

[Agenda eventi] - [Seqnala un euert_ EV e n tS
‘% Terapie complernentari

% Diritti del malata % DATABASE ASSOCIAZIONI

Aspetti psicologici / cormunicativi

‘@ Alimentazione

.I'I:I.I._'I
@ Bambini
Addome

'L

] & Anziani

\ @ Testimonianze
o Glassario

@ DOVE CURARST

i ringrazi; o Superiore dif Sanita che ha reso disponibite la traduzions italiana del Soggettario Medi

Ziongte MeSH (_Medical! Subject Headings )

Logo tratto d3 “Pallz df Sogno” & Lise Thouwin, © Editori in Sintorda, Giaveno (TQ), Per e concessions dell’aut

Campagna Accessibilita WSP' ml-
o J

Biblioteche In rete

Frogetd

Drarnin Faviirn DA - Darns 2004

Adherence to accessibility
requirements

04 - data ultimo ag

Consorzio di Bioingegneria e 1

Riferimento Oncologico - Aviano



Despite its complex back office...

Software Development
- database
- WEB languages
- iIJAVA language
Etc...

|; APPLICATION SERVER

l:jm :
Librarians Team [
: : WEB SERVER
Quality Evaluation DATABASE SERVER
="
ol

Tear
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Azaleaweb has a simple interface
for facilitating information retrieval by those with
little or no expertise ...

Q-9 - = - 2 P 8 > Eil= > Indirizzc

You can search by

v'simply typing one or
e [1107€ COMmMonly-used
terms in the search box

v  or choosing a subject
from a list

vor clicking on a body
part

v'or writing the name of
v an Association...

CampagnaAccessibilita Bibliotecheln 5
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The patient can easily contact the Azalea
Network Libraries

A Azalea: Richiedi un testo - Microsoft Internet Explorer

File  Modifica Visualizza  Preferiti Strumenti 7 o

() Indistra = = 2 o ) Cerca - Preferiti 42 - ia i

Indirizzo féj hikbps f e, azaleaweh. it pub)richiedi-doclang=8nInv=CRO00902 5% cos=CRO, -

FAdobe - Yl' - é?v|dlgltachlavedlrlcerca ME‘ @I |MEWM&\ Any user Can

easily request

I campi con l'asterisco® sono obbligatori. Al fine di poter effettuare un monitoran he d OCU me nts

e s et o i v ol e e o <ol OF @ny Kind of
Information if the

Seleziona la biblioteca d OCU m e nt IS n Ot

downloadable In

MNome

I dati raccolti vengono trattati in conformita al D.lgs. n.196/03. Leggi l'infor

Richiesta docurmento da AZ A

Oggetto
rammella

Indirizzo fu II

CAP *

Cittd &

Provincia |

m-rrAil * X
Cancer on the Internet, ©I. Truccolo;G. Cognetti 40

July 9-10, 2006



The Azalea way to support online information

A Azalea: Contatti - Microsoft Internet Explorer

Patients can obtain

e 0 A@w s s € 02 B0 detalled, up to date and

Indirizzo 4] http: fwaww, azaleaweb itfpubbiblicteche

it - Y - &-[owswmanee [ea ] & \mm straightforward answers
‘j *hAzalea " to their questions by:

Biblioteca digitale in onc

TEEE v mail, telephone/fax OR

Contatti

v’coming to the nearest

Wia Ped, Oce, 12 - 33081 AVIANG (PM)

Tel. 0434/8659467, Fax 0434/659358 Or p refe rred Li b rary/

Ivana Truccolo, Katia Bianchet, Nancy Michilin, E-mail; people@croit

% Biblioteca Istituto Reqgina Elena Informatlon POIntOf the

‘iale Regina Elena, 291 - 00161 ROMA

Tel, 06/52662216, Fax 06/52662216 Azal ea N etWO rk O R

Gaetana Cognetti, Lucia Cecere, E-mail: hiblinire@ifo,it

% Biblioteca Istituto Nazionale Ricerca sul Cancro

L.go Rosanna Benzi, 10 - 16132 GENOVA \/CO m | n g to th e n eareSt

Tel, 010/5600077, Fax 0107352855

P.-nne-n Bogliola, F-mail: anﬁa.hn-cllinlu@is‘-cue.it ASSO C i ati O n

% Biblioteca Istituto Nazionali Tumori
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g The Quality Evaluation of the Material

INn Azalea: some

NiNts

»The three aspects of the Quall

Evaluation of the material
a) TECHNICAL-FORMAL ASPECTS

b) COMMUNICATIVE STYLE
b) CONTENT

Tools:
» A system of 3 evaluation g
evaluating the 3 aspects

» The Materials Evaluation Committee

» Priority list criteria
» Patients opinion about quality

Cancer on the Internet, ©lI. Truccolo;G. Cognetti
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The Evaluation Circle in AZALEA

4th STEP
Patients’ Evaluation

Patients with different cultural
backgrounds complete user satisfaction
questionnaires  to  evaluate the
documents. 98% of the patients and
their families interviewed by the CRO
Aviano (84 questionnaires) Judged the
documents to be clear, comprehensible,
complete and useful.

— =
_{ lden't understand
~_ awordof it Yuk —_

- yuk

e,

3rd STEP
Scientific Evaluation

A scientific committee examines the
document and evaluates its scientific

‘then improve on the quality of its information content and style

rf'Oniv 2% found the information™,
‘difficult to follow or incompletel

content by means of a purpose-built grid. |

Excuse Y
me Prof

After all, it's not 50 bad
being a Professor ..

| get to freat patients, 0o
research, help others and
draw Up evaluation grids so
people get better nformed|

Towards EBM?

Information Provider:

Associations, scientific societies etc.

The evaluation of the document

may be sent back to the information provider whocan

~

Valutazione di qualita

Stato valutazione di qualits Evaluated
Data divalutazione 16 june 2005
Gruppo di valutazione CRO Scientific Staff

Sintesi della valutazione Concise leaflet which clearly identifies the authors, date and
sources, supported with a brief bibliography. The information
contains much technical jargon which is not always explained.
The presence of data and statistics could be overwhelming.
Not appropriate as introductory material.

‘}_EimAza lea
._ 1

a stampa [Richiadi il documentoll 7/39

Pravenzione e diagnosi precocefiel mumori del colon-retta |
Lega Italiana per la Lotta contro f Tumorl . Roma | CSR, 1994

del retto - diagnosi
& dal retro - =isn

Soggetti (italiano) N‘e’:n:g :! CH::CU[DI

.The patient can directly read the evaluation of the
document in AZALEA.

The Librarian can supply evaluation literature, to
support those carrying out content evaluation

18t STEP
Librarians’ Evalution

The Librarian evaluates the document by
means of grids designed on the basis of
internationally accepted criteria.

("I's a nice web site, a(cessible‘“
usable, but it doesn't say when it
was last updated where the
information comes from or if

2nd STEP
Communication

Evaluation

A team with expertise in the field of
communication (psychologists and
librarians) carry out a detailed
assessment of the legibility and
psychological impact of the
documents by means of a specific
evaluation grid.

not “empty
buckets into
which bits of
data, treated
like bricks, can ¢
be tossed.” (L.
Bunyan)



http://www.pa.izs.it/eahil/eahil_posters_docs/pdfcd/Cognetti-doc.pdf

The Result of the Quality process Is a
Quality Evaluation abstract

() Indietra = ERE! o ) Cerca <'r Preferiti 42 - L oEE - 5 A
Indirizza iéj hitkp: f fenany, azaleaweb. it pub)viewDooument Fid=1 1 696 4 valut azione - a Wai

FiAdobe - W F - & |digitachiavediricercs | Carca T]E'v i~ | [ Entra | vival + @ 1Mo vahoo! ~ ¥ | Links

¥Yalutazione di qualita

[ -
Stato valutazione di qualita Validato /Readable Online by
Data di valutazione 01/04/2004

Gruppo di valutazione Staff clinico-scientifico del CRO the I ntern et users

Sintesi della valutazione Il documento raggiunge un'ottima gque

stile comunicativo e sspetti tecnico-fo P hyS|CaI Iy d e I |Ve rab I e

Gradevole nell'aspetto grafico, siindis

e le strutture di riferimento in cui opel h (11 IH .I:
indice, Il contenuto risulta ricco di utili to t e rea users O
medico per specificazioni o approfond

cornprensibile: | termini utilizzati sono th e Li b rari eS

Il tono colloquiale & 'assenza di termi

un'impatto positivo nel lettore. Mancan

deqgli autari e delle strutture di riferim /Th e Qu al Ity EV al u atl O n
Laﬂvr:;i;tzsnszi:a tutti coloro che si appri g rl d S an d g U I d el I n eS are
available online

[La suddetta valutazione si riferisce al

‘ v

-~ n —a amat Pen e s = m i

Cancer on the Internet, ©I. Truccolo;G. Cognetti 44
July 9-10, 2006



Patients opinions regarding quality of the written
and electronic material: a survey Is ongoing

A hzalea; Richiedi un testo - Microsoft Internet Explorer |Z||E| P

File  Modfica Wisualizza  Preferiti  Strumenti 7 ;f /Patl entS a.n d
Qindetro = ) - [#] 2] (n P Cerca Jrpreferti 8 - s -

Indirizzn |1§| http:] vy, azaleaweb,itfpubgrichiedi-doclang=en_EN&nIny=CRO0076 14&irccs=CRO, v| e C I t I Z e n S ar e aS k ed
\\Adobe - Y.' + ¢~ | digha chiave di ricerca lCerca 'l" HY?EntralEV! Mal - '@IIMioYahoo! . ¥ Link th ei r O p i n i O n

EEN "concerning the
r‘ﬁh/\zalea

guality of the
“material consulted
and requested

Dear Sir/Madam,

&ll those requesting material present in the databank should be aware that: we would very much likeyour t h h A I
opinion regarding the quality r O u g Z a e a

of the rmaterial consulted and
% Up to 5 documents may be requested every 15 days requested via Azalea. This .l
be of great help in im'  awing

Byiblioteca digjtale in ancolagia per malati, familiari ¢ cittadini.

@ If rnore than S documents are requested in this period, a photocopy fee our service and in particular

is requested of €0,16 per page, payable by postal order (contrassegno) | the guality of the information /A n e aS —t O - an S W e r
supplied to patients, their

‘@ For manuals and textbooks, the index will be sent: famnilies and the general public.

‘o If the entire text is required, it will sent for a consultation period for a q u es t i O n n ai r e i S

maxirnurn of & days; postal charges, payable by postal order are to

be paid by the person making the request . d OW n I O ad ab I e
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A hint: patients opinions concerning quality of

specific documents indexed in Azalea
Clear/Simple | Comprehensible | Complete Useful
Enough 27% 34% 39%
Sufficient 9% 10% 28% 15%
Poor 0% 0% 4% 2%
Not at all 0% 0% 1% 0%

...In a sample of 113 people, users of the CRO LP, 2004

Bianchet, K, et al. AIDAinformazioni , 3, 2005 <www.aidainformazioni.it >

Cancer on the Internet,

July 9-10, 2006
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http://www.aidainformazioni.it/

Last but not least: the SICOP Project

Information System
for Oncological
Comunication with
Patients

« Approved by the Italian
Ministry of Health in 2006

« Coordinated by IRE, Rome

Cancer on the Internet,
July 9-10, 2006

Participants:
6 Cancer Research Institutes,
3 Associations for patients

Aim:

to establish quality
communication models for the
supplying of information to
patients

Muldisciplinary equipes
(librarians, psycologists,
oncologists etc) are involved in
the project
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Conclusion

To quote Gertrude Stein, “A difference, to be a
difference, must make a difference’,

we believe that the Azalea information system can
make a difference in the Internet world because of
Its formula: '

» Digital library +
» Physical patient library +

» Voluntary Associations collaboration +

» Close Involvement of Healthcare Professionals In
Evaluating Quality and Writing Materials for Patients



The Azalea Project s A )

Alleanza contro 1l cancro

> Research Group )} )

|. Truccolol, G. Cognetti2, W. Russell-Edu?3, A. Bogliolo4, A. Codonesu>,

R. Riccil, P. Seroppil, K. Bianchet! , A. Trocino®, A.Florita>, P. De
Cillis?’, R. Montanaro’, A. Steffan!, F. Solero?, L. Cecere?, N. Michilint,
M. Montella®, F. Cognetti?, P. De Paoli**1

1 Centro di Riferimento Oncologico (CRO), Aviano, Italy
2 Regina Elena Institute (IRE), Rome, Italy
3 European Institute of Oncology (IEO), Milan, Italy
4 National Cancer Research Institute (IST), Genoa, Italy
> National Cancer Institute (INT), Milan, Italy
6 National Cancer Institute Pascale, Naples, Italy
" National Cancer Institute, Bari, Italy

(**on behalf of all the CRO Aviano Staff involved in the Quality Evaluation of
the Material)



Thank you for your attention!

Gaetana Cognetti,

Regina Elena Institute Library

Rome, Tel/fax + 39 06 52665500
éq.coqnetti@ifo.it

lvana Truccolo.
Centro di Riferimento Oncologico Library
Aviano (PN). Tel +39 0434 659248/

6 fax 0434 659358
itruccolo@cro.it
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