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La realta su cui riflettere

* La societa odierna e alquanto variegata non soltanto nel suo tessuto
etno-sociale ma anche nelle singole realta territoriali

* || pediatra di libera scelta e l'indiscusso riferimento per i genitori, ma
le complesse problematiche legate alla razionalizzazione della spesa
sanitaria, con tagli spesso lineari a servizi e iniziative di prevenzione,
nonché le oggettive difficolta delle famiglie nel mantenere il bilancio
familiare comportano notevoli disagi



Dati del rapporto «l'ltalia sottosopra»
di Save the Children

* Oltre un milione di minori vive in poverta assoluta, il 30% in piu nel
2012, paria 1 minore su 10

* 1,34 milioni vivono in condizioni di disagio abitativo
* 650.000 vivono in comuni in default o sull'orlo del fallimento

* Per la prima volta e di segno negativo la percentuale di bambini presi
in carico dagli asili pubblici, scesa dello 0,5%

* 1 bambino su 3 non puo permettersi un apparecchio ortodontico



La cultura delle

PEDIATRICS | famiglie & salute
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OBJECGTIVES: lTo review the relationship between parent and child lit-
eracy and child health outcomes and interventions designed to im-
prove child health outcomes for children or parents with low literacy

skills.

Health Literacy and Child Health Oufcomes: A Svitematic Review of the
Literature
Darren A. DeWalt and Ashley Hink
FPediatrics 2009:124:5265
DO 101542/ peds. 2009-11628

CONCLUSIONS: Child and parent literacy seems associated with im-

portant health outcomes. Future research can help us understand

The online version of this article. along with updated information and serv  nder what circumstances this relationship 1s causal, how literacy and
located on the World Wide Web at: ) ) )

hitp:/ipediatrics.aappublications.org/content/1 24/Supplement_¥/5265.0ull. Nealth outcomes are related in noncausal I]ElthWEFSJ the relative im-

portance of parent and child literacy, and what interventions effec-

tively reduce health literacy—related disparities. Pediatfrics 2009;124:
S265-5274



REVIEW

Story and science
How providers and parents can utilize storytelling
to combat anti-vaccine misinformation

Ashley Shelby* and Karen Ernst

Mams Whe Vax; Twin Cities, BN USA

Keywords: vaccines, anti-vaccine, social media, Facebook, immunization, vaccine hesitancy, Andrew Wakefield, autism

With little or no evidence-based information to back up
claims of vaccine danger, anti-vaccine activists have relied
on the power of storytelling to infect an entire generation of
parents with fear of and doubt about vaccines. These parent
accounts of perceived vaccine injury, coupled with Andrew
Wakefield’s fraudulent research study linking the MMR vaccine
o autism, created a substantial amount of vaccine hesitancy
in new parents, which manifests in both vaccine refusal and
the adoption of delayed vaccine schedules. The tools used by
the medical and public health communities to counteract the
anti-vaccine movement include statistics, research, and other
evidence-based information, often delivered verbally or in
the form of the CDC's Vaccine Information Statements. This
approach may not be effective enough on its own to convince
vaccine-hesitant parents that vaccines are safe, effective,
and crucial to their children's health. Utilizing some of the
storytelling strategies used by the anti-vaccine movement,
in addition to evidence-based vaccine information, could
potentially offer providers, public health officials, and pro-
vaccine parents an opportunity to mount a much stronger
defense against anti-vaccine messaging.

The Power of Experience:
Anecdotes Become Evidence

The image has gone viral: a photograph of a newborn, his body
5E\C|'C|V I‘Imlcd a"d ]1]5 5 |n Cﬂ\’ﬂrcd mn m‘hcﬁ fmm hcad 10 toc.
He is mtul\aﬂ:d—m his mouth, down his nose. in his scalp, and
in his chest. The caption, written by the newborn’s parents, tells
us tl‘mt '}i: c]'l]lldlﬁ state was cﬂusﬂd h}' a '\"ncf_'inﬂ.

hIﬂn (;mmﬂ\‘v’ski Was hﬂTn ]'\Cﬂ]th'\' I]nl]ll r:c:]‘\td }Hlﬁ hﬂpﬂl]r;s
B shot on his eighth day of life. Hours later, he was crying incon-
solably, refusing to cat, and taking on scizure-like postures. His
p|:|tc|:t count p|umrnctcd =

By day 47, lan is dead.

The photo, the story—which ok place in 2007—and the

nrig:'naring '|'s|t'|g1 were, and continue to be, [msscd from person to

person, and from online forum to forum. lan’s parents appear to

want their son’s story shared widely, reporting on their blog, “We
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have seen an explosion in vaccine administration (sic), from 12
in our generation to 38 given today. While we stress that Scott
ﬂnd I are not ﬂgﬂ; nst \"accinﬂﬁ, W Are cCrtﬂ]‘n C'\'Cr'\' pﬂ]’cnt ﬁ}lﬂuld
know the risks and benefits of each, and only then make deci-
sions. Educate yourself. Your child’s life depends on it!™

AS ]’ﬂn’s Etﬂr'\' spr:ﬂd, Paﬂ:nt‘ﬁ I‘ann to r:spnﬂd ﬂnlinc‘ CEPC—
c]lﬂ”}r l]’irﬂugh ﬁﬂcinl I'nc(li:l, ﬁuf.'h as nn];nc ﬁ'll'ums. comment
sections, Facebook, and Twitter. One mother on a CafeMom
forum post titled “Baby lan’s brave struggle with the Hepatitis B
\'ﬂcc;ncw rﬂs[m"dﬁ to thc ﬁtﬂr'\' h}" Sn}"]‘ng ]It hrﬂm]‘“dﬁ me ﬂF hﬂw
important it really is to stay educated about vaccines and many
other things that are not saﬂ: for our kids dcspll: what doc’s [slr_]

or nr]\ n'hcr gﬂ\crnm:nl \\C},‘ll: “l]l tcll us...

Hﬂ“‘c\' (5 ﬁ"r SOMENne w |l]'| a ]'!a.cl\gmllﬂd 1." I;cncﬂ or mcd]l—
cine, the Gromowskis™ blog paints a more nuanced portrait of
Tan’s short Life. In it we learn his mother was induced due to
PTCCc]ﬂmps;a. Ia" aﬁpiraﬂ:d mcf_'nn]lum. HC nlm ]'la-d :lllcrgi:s o
various antibiotics. Further, doctors believed lan had contracted
a virus. In fact, lan did not receive the hepatitis B vaccine until
hc was Cight dn}"s ﬂld. ]’!Ccauﬁc I‘K: had I‘CC” ]In thc NI(‘I: ﬁllncc
]'lel‘h.z F;nﬂ]l}r', W'h:n Iﬂn Sﬂcmﬂd o l'K: llmpm\';l'lg, hC Was ﬂl:c]l—
dentally administered the very antibiotic he was allergic to before
hi

condition had rnpid]}' declined.?

“h‘i}’ rﬂthcr—;n—ln“' l.nrr!r' Said :ll] nlﬂng t‘I‘K: Causce was t‘hc ]'I:p:l—
titis B shot. Scott and 1 knew the same and kept telling the doc-
tors at St. Joe's this. No one listened. Later, when we were at

(:}i]‘ldmnlﬁ Hﬂﬁpi'ﬂ], n:ﬂrl}' a dnzcn Spccllﬂ. 5 Saw Iﬂn. A]l S:Iid
about the same thing, “Something insulted his system, but it was
not due to my specialty.” [sic]. Mo one could figure out what was
(lnirlg T}l: ]Insull]l“g. Agﬂin :Irl(l ﬂgﬂ]‘n we 5“%:5':(‘ thc \"ncf_‘]‘nﬂ—
t‘l'nn as l}lﬂ causc. w!c were 'ﬂ]d Cﬂl:h t‘im: llt' Was impnsﬁil‘l:. HC
was poked, prodded and tested for the rarese of rare diseases, vet

the vaccination explanation would not be considered. We could

not ﬁgun: out w}\}r not. While Scott and T insisted it was the

hepatiti:
possible.”™ The Gromowskis™ pain and grief led them to look for

B vaccine, we were continually told that this was not
ANSWETS, ﬂnd whcn none were Prﬂ\'idcd l]'lﬂ'\' were r_'cn‘:lin thc Yac-
L]nc was t|‘|: nnl\' Pﬂq‘ll‘l] v ICFr

This pn\\cr)cul narrative—with its themes of dismissive doc-
tors, its devastating outcome of an ostensibly healthy baby quickly
l-K:aning L'Ti']lcall}' i]l‘ :lrl(l it‘ impﬂs%ih'e—tﬂ—ﬁ‘ﬂg:t :lcl:nmpan}'—

ing photos—presents a challenge to health care professionals,

La medicina narrativa: un possibile
approccio alternativo alla comunicazione?
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What Is Known about Parents’ Treatment Decisions? A Narrative
Review of Pediatric Decision Making

Ellen A. Lipstein, MD, MPH, William B. Brinkman, MD, MEd, and Maria T. Britto, MD, MPH
Division of Adolescent Medicine (EAL, MTB), Center for Innovation in Chronic Disease Care
{EAL, WBB, MTB), Division of General and Community Pediatrics (WBB), and Anderson Center
for Health Systems Excellence (MTB), Cincinnati Children’s Hospital Medical Center, Cincinnati,
OH; and the University of Cincinnati College of Medicine, Cincinnati, OH (EAL, WBB, MTB).

Abstract

Background—With the increasing complexity of decisions in pediatric medicine, there is a
growing need to undersiand the pediatric decision-making process.

Objective—To conduct a narrative review of the current research on parent decision making
about pediatric treatments and identify areas in need of further investigation,

Methods—Articles presenting original research on parent deeision making were identified from
MEDLINE (1966—6/2011), using the terms “decision making,” “parent,” and “child.” We included
papers focused on treatment decisions but excluded those focused on information disclosure to
children, vaccination, and research participation decisions,

Results—We found 55 papers describing 52 distinet studies, the majority being descriptive,
qualitative studies of the decision-making process, with very limited assessment of decision
outcomes. Although parenis” preferences for degree of participation in pediatric decision making
vary, most are interested in sharing the decision with the provider. In addition to the provider,
parents are influenced in their decision making by changes in their child’s health status, other
community members, prior knowledge, and personal factors, such as emotions and faith. Parents
struggle to balance these influences as well as to know when to include their child in decision
making.

Cor —Current research ds ates a diversity of influences on parent decision
making and parent decision preferences; however, little is known about decision oulcomes or
interventions to improve outcomes. Further investigation, using prospective methods, is needed in
order to understand how to support parents through the difficult treatment decisions.,

Keywords
randomized trial methodology; risk factor evaluation; population-based studies; scale
development/validation; patient decision making; provider decision making; risk communication
or risk perception; health state preferences, utilities, and valuations; judgment and decision
psychology; informed consent; education; pediatrics

When deciding about treatment in both acute and chronic pediatric disease settings, patients,
parents, and clinicians face challenging decisions due o tradeoffs between disease effects,
treatment effectiveness, and side effects. With increasing rates of pediatric chronic disease!
and the d with new tradeofTs, there is a growing need 1o

of new tr

Address correspondence to Ellen A Lipstein, MD, MPH, Cincinnati Children’s Hospital Madical Center, 3333 Burnet Avenue,
MLC-7027, Cincinnati, OH 45229; telephone: {513) 803-1626; fax: (513) 803-0727: ellen. lipsteini@ cchme.org.



Razionale dell’indagine intrapresa

* Le fonti di comunicazione sono oggi molteplici e non sempre
univoche

* | neogenitori sono bisognosi di rassicurazione e indicazioni pratiche

* Numerose informazioni fornite dal pediatra di famiglia purtroppo
vanno perdute:
* per semplice dimenticanza

e a seguito di condizionamenti
e a causa di suggerimenti da parte di familiari, amici o conoscenti

* | cambiamenti della societa, a partire dal tessuto etnico, comportano
I'emergenza di nuovi bisogni



Metodologia e obiettivi dell’indagine

* Analisi dei fabbisogni principali dei genitori in due realta
metropolitane (Roma e Milano) nel contesto del progetto «Regaliamo
futurox»:

 Utilizzo di questionario mediante scheda affissa nella bacheca della segreteria
del consultorio (Roma)

* Indagine diretta da parte del pediatra in sede anamnestica (Milano)

e Realizzazione di una guida pratica centrata sulle problematiche
maggiormente avvertite e segnalate dai genitori



Caro Genitore,

hai una domanda che vorresti porre in una delle aree di seguito riportate?

Se si, scrivila nel modulo che puoi ritirare in segreteria e riponila nella cassetta.

Troverai la risposta del pediatra e della psicologa in una guida gratuita che sard consegnata in
questo Centro nei prossimi mesi.

Molte grazie per la collaborazione!
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SCUOLA (ad esempio: aspetti attentivi, cognitivi,

'\_ M comportamentali, sociali, ecc.)

ALTRO. Puoi fare una domanda di tuo interesse anche su un area non indicata (ad esempio:
problematiche legate ad affidi, adozioni e separazioni o famiglie allargate).

La comunicazione affissa in
bacheca al Centro pediatrico
di Roma



FROGETTO “REGALTAMO FUTURO™
Moduloe per i Genitori

Etd/mesi del bambino:

Mello spazio di seguito riportato puoi scrivere la
tua domanda (per favore scrivi in stampatello):
(@A

Inoltre, sarebbe utile sapere se ¢’¢ un argomento o tema che
reputi “difficile™ parlare con tuo figlia, se si scrivilo di seguito:

RACCOLTA DI INFORMAZIONI ANAMMNESTICHE

1. Dati anagrafici
Cogname e nome dell interessato

Comune di nascita { ] Data dinascita____ /' S/

Professione o classe scolastica frequentata pressa

Motivo della visita

Richiesta di certificato per: O Attivita sportiva:
O viaggifattivitd diche, scolastiche o comunitarie
O Altro:

2. Informazioni sull’attivita sportiva
Sona gid state svolte in precedenzao attivitd sportive:
3 51, con regolarita, per anni 51, ma in maniera non continuativa O Mo, & la prima volta

L'attivitd sportiva in questione sard praticala per:

O Interesse parsonale O Futuri obiettivi agonistici

O suggerimento da parte di per
O Obiettivi terapeutici (es. riduzione del peso)

Frequenza settimanale prevista: O 1 vohlta O 2-3volte  DOPib di tre volte O Occasionale

3. Anamnesi patologica
in passato si sono verificati eventi o malattie importanti ai fini dell’attivitd sportiva {es. cardioche,
respiratorie, traumi)?
O Mo OIS0 . O senza O con ricovero per giorni

Attvalmente sono presenti patologie o affezioni croniche 7
O malattie cardiache o cardiocircolatorie O malattie del sangue
O Malattie respiratorie {es. asma)

O Alterazieni scheletriche {es. scoliosi)

O Disturbi neuromuscolari

o

Vengono attwelmente assunti farmaci? O Ne Os51 per.

Song stati recentemente eseguiti esami del sangue o strumentali (es. ECG)7?
O no 3OS0 per

Sono presenti malattie e/o condizioni di potenziale rischio o limitazione per la pratica sportiva?
Omnoe 3OS

4. Richieste di approfondimento
A prescindere dallo motivazione della visita, ¢l sono domande o temi di salute che vorreste trattare ?

Maolie gra;.ic dal tno Centro Pediatrico!

La presente scheda & stata compilata da in qualita di
Data, S/ )
Firma




Partecipanti e risultati

Presso il Centro Pediatrico, dal 15 gennaio al 25 febbraio 2014, sono

pervenute 114 domande da parte dei genitori dei piccoli pazienti di cui:

110 complete, 1 incompleta e 3 bianche

Le domande hanno riguardato neonati da un mese di vita fino a bambini di
un massimo di 13 anni di eta (media= 4,8 e DS= 3,36)

'eta dei bambini sulla quale sono state sottoposte piu domande riguarda la
fascia d’eta 1- 3 anni seguita dalla fascia d’eta 7-10 anni
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Risultati descrittivi del Centro Pediatrico
di Roma
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Ulteriori richieste e spunti dei genitori

e Conflitto familiare

* Separazione dei genitori (problemi che ne comportano e presentazione
della nuova relazione, ecc.)

* Sessualita e omosessualita

* Aggressivita, violenza e bullismo

e Parlare di se stessi e dei rapporti tra coetanei
* |giene personale

* Tema della morte

* || rispetto di sé e degli altri

* |Interventi chirurgici subiti (per es. alla nascita)



Risultati del Consultorio di Milano

453 accessi di utenti d’eta compresa tra 3 settimane e 16 anni cosi
ripartiti:

Fascia d'eta N. %

Italia 395 87,20%
0-12 mesi 1 3,53% Egitto e paesi arabi 15 3,31%
12-24 mesi 13 2,87% Russia e paesi dell'Est 4 0,88%
24-36 mesi 27 5,96% Nord America 2 0,44%
3-6 anni 103 22,74% America latina 22 4,86%
6-12 anni 212 46,80% India e Bangladesh 8 1,77%
12-16 anni 82 18,10% Altra provenienza 7 1,55%

Totale 453



Tipologia dei quesiti raccolti

IGIENE COME PREVENZIONE INFEZIONI ALIMENTAZIONE
Vs Vs
Generale Vsfascia Vstotale Sferaintima* Vsfascia Vstotale Orale* Vsfascia Vstotale Ricorrenza fascia Vstotale Generale Vsfascia Vstotale Immunita Vsfascia Vs totale

11 68,75%  2,43% 6 37,50% 1,32% 2 12,50% 0,44% 2 12,50% 0,03% 13 81,25% 2,87% 1 6,25% 0,22%
8 61,54% 1,77% 3 23,08% 0,66% 2 15,38%  0,44% 3 23,08% 0,05% 10 76,92%  2,21% 1 769% 0,22%
33,33% 1,99% 4 14,81% 0,88% 3 11,11%  0,66% 7 25,93% 0,06% 19 70,37%  4,19% 5 18,52% 1,10%

14 13,59%  3,09% 8 7,77%  1,77% 8 7,77%  1,77% 25 24,27% 0,05% 13 12,62%  2,87% 19 18,45% 4,19%
9 4,25%  1,99% 11 519%  2,43% 7 3,30% 1,55% 34 16,04% 0,04% 28 13,21%  6,18% 28 13,21% 6,18%
2 2,44% 0,44% 7 8,54% 1,55% 0 0,00% 0,00% 4 4,88% 0,01% 6 7,32% 1,32% 1 1,22% 0,22%
53 39 22 75 89 55

*Inclusa cura *inclusa

dell'area del integr. di

pannolino fluoro

Alimentazione, infezioni e igiene sono state le tematiche maggiormente citate nelle richieste
Altri argomenti: problematiche comportamentali, dolori (in particolare mal di testa e dolori di crescita), screening
(scoliosi e vista), conflitti intrafamiliari e disturbi del sonno
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REGALIAMO FUTURO

presenha

Un nuovo stile di comunicazione '-P°ecAlccopee -
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