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Once upon a time

The multi-year experience of the MeS Lab investigating
patients ’ views
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The multi-year experience of the MeS
Lab. investigating patients’ views
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* Il questionario del 2012 conteneva due sezioni tematiche, una per la medicina generale e I'altra per i servizi distrettuali
** Indagine dedicata alla Sanita di iniziativa (pazienti cronici)
*** La survey ha interessato gli adolescenti toscani trai 16 e i 17 anni, coinvolgendo pit di 5.000 rispondenti.

Different services and
pathways

Over 170,000
QUESTIONNAIRES
collected in 10 years

The Figure summarizes the surveys carried out between 2004 and 2016, in the various settings / care pathways. The figures under the points indicate the number of questionnaires collected.
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THE FIRST LONGITUDINAL SURVEY
with follow-up from the moment of
delivery to one year of the baby's life

THE FIRST SURVEY VIA MOBILE APPs
in Tuscany, hAAPPyMamma (and
webAPP - beFood on lifestyles)
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* Il questionario del 2012 conteneva due sezioni tematiche, una per la medicina generale e I'altra per i servizi distrettuali
** Indagine dedicata alla Sanita di iniziativa (pazienti cronici)
*** La survey ha interessato gli adolescenti toscani trai 16 e i 17 anni, coinvolgendo pit di 5.000 rispondenti.
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The new generation surveys

EACH PATIENT can take part to the
survey, after the healthcare service use

The survey is an INTEGRAL PART of the
service provision

Using WEB SERVICES, the patient voice is a
IN CONTINUOS AND REAL TIME DATA
FLOW

o e, Bt R Y

BMC Heath Senvices Research

Using patient-reported measures to drive ®
change in healthcare: the experience of the
digital, continuous and systematic PREMs
observatory in Italy

Abetract
Barpprra

Al % gy

IN CONTINOUS

IN REAL TIME

PREMs, PROMs &
Longitudinal PREMs

Patients’ narratives

De Rosis, S., Cerasuolo, D., & Nuti, S. (2019), Using patient-reported measures to drive changf in healthcare: the experience of the digital, continuous and systematic PREMs observatory in

Italy. BMC health services research, 20, 1-17.




The new generation surveys
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ottt p— BMC Health Sevvices Rireanch

A DIGITAL, CONTINUOUS, AND SYSTEMATIC P

Using patient-reported measures to drive g
change in healthcare: the experience of the

PREMs observatory was developed and A el s
adopted in ltaly.

Data Type of Data
collection data reporting

De Rosis, S., Cerasuolo, D., & Nuti, S. (2019), Using patient-reported measures to drive change in healthcare: the experience of the digital, continuous and systematic PREMs observatory in Italy. BMC e
health services research, 20, 1-17.
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Data collection

The whole population of patients using a

Sample surveys . . ) o
P y certain service or in a specific pathway

In continuous surveys

High number of questionnaires collected with a quasi-census survey allows for
A MICRO-LEVEL DATA REPORTING.
This allows a MICRO-LEVEL USE OF DATA.
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MeS Lab ICT system

g Data collection
MeS Lab ICT system 1

Hospital Electronic A ( |

Health Record [ \

Real-time
Online WEB data
guestionnaire SERVICES reporting web
platform

Personalized
link by e-mail
or SMS

Continous WEB
Enrolment SERVICES
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Type of data

7
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Experience, satisfaction and
outcome measures

Experience

Only quantitative More narrative [l ——
questions surveys

I |
Taking Patients’ Narratives about Clinicians from Anecdote
to Science

Listening to patients’ stories is important, but
the challenge for health professionals is to
find ways of using these narratives to improve
practice and the patient experience

7\
&=/

— (Buckley A et al (2016) Patient narratives 1: using patient stories to reflect on care. Nursing Times; 112: 10, 22-25.)
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The quali-quantitative questionnaire
follows the process of hospitalization - PREMs

The narrative
sections
(additional to
the closed
questions)
allow patients
to reports
relevant
aspects of their
experience
(what is value
to them)

-

Structured questions

-~

Patient Experience Journey

Hospital stay Discharge

Communication and relationships with staff

Assistance Overall
Team work Comfort evaluation

\

Narrative

sections

Hospital SElEIenEe Overall Staff

. with Comfort : .
reception professionals evaluation valuing
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Data reporting

Results available in

several months Real-time updated results

Exp and
10 the Health Professionals’ Engagement

Sabina De Rosis, Francesca Pennucci and Sabina Neati

Patient Reported Experience (PREM)
P i#

Patient Reported Outcoms Messures (PROMs)
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De Rosis, S., Pennucci, F., & Nuti, S. (2019). From experience and outcome measurement
to the health professionals’ engagement. Micro & Macro Marketing, 28(3), 493-520.
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Multi-level use of data

From and O«
o the Health Professionals’ Engagement

Sabina De Rosis, Francesca Pennwcci and Sebina Nuti
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Policy-makers

Real-time patient feedback +
indicators in the PES for
policy-making and managerial
strategies and actions
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Managers

professionals
(not employees)

Real-time patient feedback €= daily
decisions/ behaviors of professionals;
quality improvement actions

Real-time patient feedback transparently shared within the
organization € process of ‘horizontal’ communication,
collaboration and sharing of solutions for quality improvement

De Rosis, S., Pennucci, F., & Nuti, S. (2019). From experience and outcome measurement
to the health professionals’ engagement. Micro & Macro Marketing, 28(3), 493-520.
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2 Countries
ltaly and Latvia

3 Regions

in Italy . & g
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From the end of 2018 to September 2022

PARTICIPATION RATE RESPONSE RATE .
All patients, always,

can participate

More than 350,000

contacted patients

€55

More than 101,000

patient responses

RESPONSE RATE
estimated on average

>33%

De Rosis, S., Cerasuolo, D., & Nuti, S. (2019), Using patient-reported measures to drive change in healthcare: the experience of the digital, continuous and systematic PREMs observatory in Italy. BMC health services research, 20, 1-17. e =
Coletta,L., Murante, A,M., & Nuti, S. The continuous collection of user experience for timely addressing critical factors of the hospital journey. Excellence in Services 22nd International Conference, Thessaloniki (Greece) - Conference Proceedings ISBN e ——

9788890432798
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...the patients’ stories

Percentage of completion of open-ended questions on the total number of respondents

3 0}

More than

250,000

stories collected

Relationship
with Comfort
professionals

Overall Staff
evaluation valuing

Hospital
reception

Narrative
sections
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Data monitoring and return platform

PREMs
~ Patient Reported Experience (PREM)

Dimessi contattabili: 86930

Dimessi invitati: 79998
, Questionari compilati: 24166

m(‘)'cmanaqement«sanité
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PREMs

Toscana
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for peadiatric patients

RESPONSE RATE
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nvues:x{_\

[ $10ccara M s“NM“‘\.('

ol />~~\,~ .
S AUSTRIA j_ sk ‘;
1‘»..,1_;«- _UNGHERIA  / o |

‘Meyer (Italla) 4

AT ‘{R\ ROMANIA
¢aciza

More than 8.500

RESPONDENTS

In two years...

European Children’s University Hospitals. BMC Health Services Research, 21(1), 1-13.
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Benchmarking experience to improve Lgl
paediatric healthcare: listening to the

voices of families from two European

Children’s University Hospitals
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Corazza, I., Gilmore, K. J., Menegazzo, F., & Abols, V. (2021). Benchmarking experience to improve paediatric healthcare: listening to the voices of families from two
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...for peadiatric patients
D
°
' . HUS% u u u n
Value of including the Children Experience
for improving their rightS during
hospitalization
© &=
The European VoiCEs project aims to strengthen children's involvement in
evaluating and improving the quality of care in children’s hospitals.
The VoiCEs project will lead to the development of a European Observatory of
the children voices, which would represent a fundamental step towards the
improvement of the children’s awareness of their rights, as well as of the
: AW A practitioners’ attention on their young patients’ rights.
unicef & ¥
Mevyer
E:n;ntvb' ":(‘:" .;c De Rosis Sabina, Manila Bonciani, Veronica Spataro, Ilaria Corazza, Barbara Sibbles, Jan A. Hazelzet, Pekka Lahdenne, Katariina
gmensmp L J' Gehrmann (former Silander), Francesca Menegazzo, Michela Sica, Vita Steina, Guna Esenberga, Stefania Solare, Milena Vainieri ——
N‘:Ef;f::“ L ‘II_'LF'S'.'ILE -’ L SanAnnn  (2022). Value of including the Children’s Experience for improving their rightS during hospitalization: protocol of the VoiCEs project; =

m JMIR Preprints. 19/09/2022:42804
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.for women in the maternal-pathway

| The longitudinal PREMs and PROMs survey is integrated with the MOBILE APP
BB aﬁ hAPPyMamma that contains the digitized version of the pregnancy booklet, allows you to
have an updated agenda of appointments and allows you to book visits and tests, as well as

provide validated information on the care pathway and information on the facilities and
services to contact.

Fri

™

)

AA

From the first quarter
of the pathway

To 1 year of
the baby

PROMs + PROMs + PROMs + PROMSs +
PREMs 3 PREMs 5 PREMs 6 PREMs 7

Bonciani, M., De Rosis, S., & Vainieri, M. (2021). Mobile Health Intervention in the Maternal Care Pathway: Protocol for the Impact Evaluation of hAPPyMamma. JMIR Research =
Protocols, 10(1), e19073.

O\




What’s next?

PREMs and PROMSs on primary care and chronic diseases....



PaRIS Observatory on PREMs

Patient Reported Indicator Survey and PROMs about

@) 0xco .9 primary care
{ .
e
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BETTER POLICIES FOR BETTER LIVES

PaRIS Observatory on PREMs and
Patient Reported Indicator Survey PROMs about primary care

PC PROVIDER QUESTIONNAIRE
PC PROVIDER QUESTIONNAIRE +

+ PATIENT QUESTIONNAIRE
PATIENT QUESTIONNAIRE +

QUESTIONNAIRE FOR DISTRICT
DIRECTORS

ONE-TIME surveys
PANEL for periodic surveys

Benchmarking Monitoring of PNRR investments

Vainieri, De Rosis, Nuti, Spataro, Bellentani, Carbone, Quattrone, Visca, Urbani (2022) Da un’iniziativa internazionale a un osservatorio nazionale per monitorare
I'esperienza dei pazienti cronici in Italia. Sistema Salute n.2/2022 ———



Are they used?

...something happened...
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Valutazione

0

Integrare la valutazione della performance con indicatori
calcolati a partire dalle indagini agli utenti

Indagini di Esperienza Longitudinale — Pentragramma percorso nascita
Regione Toscana — Anno 2019

Percorso Materno-Infantile - Regione Toscana

Parto Primo anno di vita

Gravidanza

i i i ' i i
D17.25 D17.216 D17.217 D17.2.10 C7.18 C7L.7.IR

i i i i i i i i i i i i ' i i
D17.1.8 Cc7.13 C7.14 C7.16 [~ AYA c7.17 D17.213 D17.234  D17.215  D17.27A c71 c13 [ D17.2.9 D17.24A
Esper. Accesso  Sottoutiizzo  Accesso Equita’ CAN Liberta' Rispetto  Continuita’ Dolore Cesaret  Episiotomie Parti Lavoro  Informaziom Pulzia  Informaziont  Qualita Wilingness  Accesso Osped
con tardive straniere  consultortio  accesso primipare travaglio dai travaglio travaglio INTSV] [NTSV] operativi squadra concordanti ambientl  dimissione assist PN consultorio prima
ostetrica straniere straniere CAN parto  professionisti parto parto PN postpartum anno di vita
libretto

Integrazione di indicatori calcolati dai flussi amministrativi (Certificato di Assistenza al Parto e flussi consultoriali)
e dai dati raccolti attraverso l'indagine alle utenti @

Fonte: Piattaforma del sistema di valutazione della Toscana
https://performance.santannapisa.it/pes/start/home.php




Dare valore alle single storie dei pazienti sia per le azioni di
qguality improvement, sia per valorizzare il personale

COMPORTAMENTI CHE FANNO LA
DIFFERENZA E RICONOSCIMENTO DEL
RUOLO DEI PROFESSIONISTI

ASPETTI ORGANIZZATIVI DA
MIGLIORARE

...Nonostante I'emergenza del Coro  ‘irus e i

Sono rimasta positivamente colpita medici e infermi-~ “-' === -~
dall’'amore e |la professionalita da parte veramer B B AR G ERE SR

dei medici nel svolgere non un
semplice lavoro ma una missione!

o _ T ENRER
sono stati tutti molto attenti alle

_ S o 1o italiano e
Negativamente colpita dalla scarsa mie reazioni e ansie; addirittura .0 4o jieri
pulizia del reparto, poiché dopo un ita BIC u?a |nfTIrm|era mldhada‘ccfz]acrezzato neticolosa!)
intervento il paziente & molto piu B Pt S SRELE) EelU Rl Cl G210 &
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esposto a rischio di infezioni. to protezione.... e larin~=zio tanto = w"cl‘;;'
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Ci vogliono bene a noi bambini

chirur 1€

I'altro mi faceva parlare
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preoccupaz




myc
...during the COVID-19

The PREMs and PROMs Observatory measured the effect of crisis on patient experience

T

Patient Involvement in decision-making (for date and Region)

regione @Toscana @ Veneto
66

65

63

62

61

mar 2020 apr 2020 mag 2020

Gilmore, K. J., De Rosis, S., & Nuti, S. (2020). PNS245 Do Patient Preferences Change in a Pandemic? Exploring Italian Patient Reported Experience DATA during the COVID-19 Crisis. Value in Health, 23, S682. _o ——
De Rosis S., Jamieson Gilmore K., Nuti S.. (Under Review). “Reverse Compassion”: Value-in-use and Value-in-context of Healthcare Services during the Pandemic Journal of Service Research. -




Evaluating organizational models

The PREMs and PROMs Observatory can evaluate Organizational Models of
service delivery, or organizational change /innovations
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Patient

PREMs

Survey on the Organizational Climate
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IMPACT OF THE INTRODUCTION OF PSICOLOGICAL
SUPPORT ON PATIENT EXPERIENCE

Durante il ricovero, i medici I'hanno aiutata ad affrontare paure ed ansie che
aveva riguardo al suo stato di salute?
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