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__ El concepte de la participacio del ciutada i del pacient

Declaracio d’Alma Ata, OMS, 1978.

Concept of Patient and Public Involvement
and Engagement

\\

. ditizens have both duty and right to - o
participate in health care implementation e \} Organizacion
and planning " X

Mundial de la

Va sorgir davant de moviments socials i
demanda dels ciutadans d‘implicar-se en la
planificacio i la implementacio dels
serveis sanitaris.

MD Navarro
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Que s’entén per participacio del pacient?

Definicions i sinonims Relacionat amb ...
« Patient collaboration * Patient education
« Patient involvement * Health literacy
« Partnership  Decision making
« Patient empowerment * Goal setting
« Patient-centered care » Self-medication

 Self-monitoring
« Self-management
« Taking part in physical care

Adaptat de: Longtin et al., 2010
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I si fem una cerca rapida ...

Terme/paraula clau PubMed Google

(nombre d’ articles 5 anys) (nombre d'entrades <1")

Patient participation 6.313 355.000.000
Patient involvement 1.138 233.000.000
Patient activation 572 192.000.000
Patient engagement 1.906 276.000.000
Patient empowerment 582 37.500.000

MD Navarro
T Y 0
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Que és participar?
Formar part d'algo

Incloure’s en una accio
Fer

Com es participa?
De manera individual

En grup

Representant a altres
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Quadre de participacio dels pacients a la presa de decisions

Grau de participacio

S _>- N - N -

L'organitzacio L'Hospital implica als

A 4

pregunta als pacients com a Els pacients

Disseny de : a icipen al

I’organ&iltzacié —> pacients sobre la —>  assessors 0 a través T Egr::iiéze deaniillora
seva experiéncia. grups, consells de . retaé
(enquestes, NPS) pacients qu gu

Disseny de les
politiques i linies — — —
estratégiques

!

Depenent de: pacient, organitzacio, societat

Adaptat de: James, 2013
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Directrius per promoure
la participacio dels pacients

= Identificar el tema i formular els objectius

= Sel*leccionar els representants adequats

= Estimular i facilitar la participacio i la motivacio

= Determinar els metodes apropiats de participacio

= Proporcionar informacio i formacio

= Avaluar la participacio

= Agrair la participacio

= Iniciar de nou el procés de participacio it .

. Patients’ Organizations

w/ﬁ\ /ﬁ /ﬁ\ A global voice for patients

Adaptat de: IAPO (International Alliance of Patients’ Organizations)
www.patientsorganizations.org/participacion
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Pros i cons de la participacio dels pacients

_ Analisis interno Analisis externo

Puntos debiles  Debilidades Amenazas

Puntos fuertes  Fortalezas Oportunidades

Varfalbilitat
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El pacient com a “expert”

= Experiencia d’emmalaltir

= Circunstancies socials

= Actitud cap al risc

= Valors, expectatives

= Preferencies i prioritats personals
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==t Els pacients expressen que volen, necessiten, esperen, ...

Participar activament en
el disseny del seu pla
d’atencio o tractament

Que es mostri
respecte a les
seves
preferéncies

Amb informacio
adequada i comprensible
respecte a les alternatives

de tractament, la seva
efectivitat i els possibles
efectes secundaris

Jo les demano les copies dels
resultats i me les donen, pero
el que vull és que
m’expliquin el qué ells veuen

Tu no pots decidir el que t’han
de fer pero si que pots estar
informat de perqué et fan una
cosa o [altre

Si te lo cuentan bien
dices, bueno, pues
elijo, pero hay
momentos en los que
no estds para elegir

Una vez, volvia a casa en un
taxi y le iba indicando al
taxista, ... Ahora por aqui,
gire a hora a la dercha, no,
no, por ahi no, mejor por
aqul... Hasta que el taxista
me dijo: ;Me va a ensenar
usted a conducir por
Barcelona?...”

“No, por Barcelona no, pero el
mejor camino para ir a mi
casa, si

Si aquest medicament em fara el
mateix que aquest altre, pero amb
menys efectes secundaris, o els
efectes son menys agressius, ...
Prefereixo menys efectes
secundaris o una qualitat de vida
millor
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I per que?

Influir les politiques
sanitaries

Nivell . Nivell . Nivell
micro meso macro

1.- FUNCIGN PUBLICA Y PERSONAL DIRECTiVO PUBLICO (B)
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A pacients i families

Facilitar informacidén sobre la
enfermedad y sus tratamientos

Dar asistencia social y psicolégica a los
enfermos y sus familiares

Organizar actividades de formacién o
ludicas

Fomentar la investigacion

Realizar acciones de divulgacion y
sensibilizacion social

SV

PRENMATURS

ASSOCIACIO DE PREMATURS DE CATALUNYA

Aportacio de les associacions

Als professionals sanitaris i
gestors

* Coneixement de les realitats

e Col-laborar en els comités i
grups de treball
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saciona oot Com avaluem tot aixo? Siparlem de resultats en salut ...
Diabetis Pressio arterial Colesterol
Unitat de SR
mesura 100 mg/dl 120/75 mm/Hg 200 mg/d|

Morbiditat Percepcio de salut

S

Nombre de vegades que torna a ingressar/any Nombre de malalties




Mesures expressades pels pacients

PRMs

Patient-Reported Measures

PROMs
Patient-Reported Qutcome Measures Perspectiva del pacient sobre com la

A patient's perspective on how illness o care impacts on their well-being. | Malaltia o l'atencio que es reb impacta

L h el n r
e.g. level of pain, ability to refurn to work en el seu benesta

PREMs

Patient-Reported Experience Measures -, )
Percepcio del pacient sobre la seva

A patient’s perception of their experience with the healthcare system. experiéncia en el sistema sanitari

e.g. availablity of parking, ease of admission

Adaptat de: Cancer Institute NSW Government, Australia

15



PROMs (Patient Reported Outcome Measures)
Medida de resultados en salud expresados por los pacientes

Ejemplos

» Cuestionario de salud y calidad de vida
(genérico)
* Euroquol, SPF-36
* Check list
* Escala, termdémetro
» Cuestionario especifico por enfermedad,
procedimiento, intervencion, etc.

La efectividad del cuidado: ¢ Reduce los sintomas, mejora la funcion, mejora la calidad de vida?
La seguridad:¢Causa dafio, por ejemplo, mortalidad, complicaciones?




Patient-reported outcome measures and patient-reported experience measun

Under each heading, please tick the ONE box that best describes your health TODAY.

MOBILITY

| have no problems in walking about

| have slight problems in walking about

| have moderale problems in walking about
| have severe problems in walking about

| am unable to walk about

SELF-CARE

| have no problems washing or dressing myself

| have slight problems washing or dressing mysell

| have moderate problems washing or dressing myself
| have severe problems washing or dressing myself

| am unable to wash or dress myself

USUAL ACTIVITIES (&.g. work, study, housework, family or
leisure activities)

| have no problems daing my usual activities

| have slight problems doing my usual activities

| have moderate problems doing my usual activities

| have severe problems doing my usual activities

| am unable to do my usual activities

PAIN | DISCOMFORT

| have no pain or discomfort

| have slight pain or discomfort

| have moderate pain or discomfort
| have severe pain or discomfort

| have extreme pain or discomfort

ANXIETY ! DEPRESSION

| am not anxious or depressed

| am slightly anxious or depressed

| am moderately anxious or deprassed
| am severely anxious or depressed

| am extremely anxious or depressed

ooooo oDoooo Doooo ooooo

ooooo

Patient-reported outcome measures and patient-reported experience measures

We would like to know how good or bad your health is TODAY,
This scale is numbered from 0 to 1000

100 means the best health you can imagine.
0 means the worst health you can imagine,

Mark an X on the scale to indicate how your health is TODAY.

Now, please write the number you marked on the scale in the box
below.

YOUR HEALTH TODAY =

Fig 1 Continued.

The best health

you can imagine
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Patient-reported cutcome messures and patent-reported experience messures

[ CARE Patient Feedback Measure for ]

Please wiile loday's dale hage:

[/ C1/ (]

[- 3]

Plaase rate the following stabements about today's consultation.

Please mark he baox ke this [T wit a ball polntpen. If you changs your mind st cross out your od mesponse and maks

your new chodoe. Please anowar every stalement.

How good was the pracitioner at .. Poor Fai Gond Good  Excelant | nolapsly
1) Miking you fes at ease
(imfroducing imhama ., apianing hshor posison, bang
frimnd iy and wamm fowards you, feang you with mepect; D D D D D D
nat ar

2) Letting you tell your “stary™

{gng you Ema to fully descrba your condifion inyour awn [ ] O O O O O
wards; nof imarrupiing, sushing or divariing you)

3) Raally ligtening

G om i pwntyouma ez 0 0 O O 0O O

4) Being intereated in you & a whole person
{askingfnowing miavant da il about your i, your O O O O O (|

situm o not tesaing you as Susianumbar)

5] Fully underslanding your concer ns
i icating #hat halsha had a curataly undarsisad
::;:T:n.g-d vl tad sadcbinger Saiesiry L] O O | O O
-l“-g

) Showing care and compassion

{snaming gonuinaly concamad, connacting Wi you on a
human leval; not baing indifamnt or “detached™) D |:| D D D D

T} Buing positive
i pbespehdamieetee O O O O O O

8) Explaining things cleary
il armwen 4 cmaty,
(ol o qetns emane eatven . [ 0 O O 0O 0O

9} Helping you to take contral
fploning wiih you whai you @n do o impmve you hoals D D D D D D
yousalf, encoumging rafhar fan “induwing® you}

10} Making a plan of action with you

{dimcumsing tha opfions, imvoking you in decisions as much D D D D D D
3 you wart fo baimeaived; not ignanng your views)

8L0Z AeW oo sanb Aq 9/ Z888T LT L1 AoeRsqE-SoIuEpe Eliguco dno - owuspese i Sd iy WoY pepe oo

Comments: Il you would e o add further comments on his consullaion, please do 5o here.




PREMs (Patient Reported Experience Measures)
Medida de la experiencia expresada por los pacientes

Ejemplos

* Itinerarios del paciente
» Entrevistas semiestructuradas
» Grupos focales

La experiencia de cuidado ¢Qué piensan los pacientes del proceso de atencién, por ejemplo,
dignidad en el trato, adecuacion de la informacién, confianza en el personal, limpieza, puntualidad?

MD Navarro
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International Consortium for
Health Outcomes Measurement

https://www.ichom.org/

International Consortium for
Health Outcomes Measurement

PRETERM & HOSPITALIZED ﬁé‘; 11914122
NEWBORN HEALTH oot
DATA COLLECTION Chdren’s Hestth
REFERENCE GUIDE
g Neonatology

Fetal and Neonatal Research

Measuring
results

i

1 PRETERM & HOSPITALIZED
NEWBORN HEALTH

I
RESEARCH Karger <

Schouten et al. Standardized Outcome Measures for Preterm and Hospitalized Neonates: An ICHOM Standard
Set. NMeonatology, 2022; 119 (4): 443—454.
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Resumint ...

* Que vol dir participar
 Com podem participar

AL

* Com avaluem aquesta participacio

@ [?% @ﬁ@@ mariado [ores.navawo@sj d.es




