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- C-Act
CoAct point of departure R

Citizen science...

“[...] assists the needs and concerns of citizens and build
knowledge with the participation of the non-expert”

Irwin (1995)

The CoAct project has received funding from the European Union’s Horizon 2020
Research and Innovation programme under grant agreement No. 873048
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" . | C-‘Act
Citizen Social Science:
Participatory research co-designed and
directly driven by citizen groups sharing o

social concern

KNOWLEDGE
COALITlON

RS- N .

CITIZENS As | ‘
CO-RESEARCHERS OUTCOMES
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Cop e C-:Act
O-Resedarcners.

Having a lived experience in relation to the
social concerns, experts-in-the-field

KNOWLEDGE
COALITION

CITIZENSAs \
CO0-RESEARCHERS OUTCOMES

ww.thinkdoodly.com 2019
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Research Group
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Civil Society
Organization
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Health
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C:Act

Social Su pport Networks e

Workmate

BENEFITS CONTEXTS
Person with -
mental health PROTECT against mental CLOSE ENVIRONMENTS: Personal life
health problems experiences, the closest family and extendend

family, close friends and intimate relationships

FACILITATE empowerment

and recovery processes PROFESSIONAL AND INSTITUTIONAL

ENVIROMENT: Social support networks in

IMPROVE quality of life mental health services

and well bein
d SOCIETY ENVIROMENT: Social relations,

ACT against isolation activism and empowerment, learning spaces
and social exclusion M m and meaningful occupation / working places

Family member

The CoAct project has received funding from the European Union’s Horizon =
2020 Research and Innovation programme under grant agreement No. 873048 OpenSysiens BARCELONA




C:Act

Citizen Social Science

Me’rhodology

o ® ,
® O
o
. Collective data '
0 Research co- Conducting analysis and Transformation
KC bwldlng design . results of results into

action

interpretation

————————————————————————————————————————————————————————————————————————————————————————————————————————————————————————

| Workshops Mini-workshops. Research Telegram chatbot . Data visualization and analysis.
i diary to write microstories Citizen generated data Public deliberation

______________________________________________________________________________________________________________________________________

Knowledge Coalition

Co-Researchers
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Co-creation:
microstories

Chatbot testing with
Co-Researchers

~ Intensive Co-Creation Work
with Co-Researchers to Write
Microstories for the Chatbot

Printed Research Diary
sent to Co-Researchers
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Chatbot testing with
Co-Researchers

/
. PEOPLE
Three meetlrégs of the “_gngCH E? o

Knowledge Coalition NEED E D
— zu‘

- hers
—l =1 AL [ occecee | R Co ltiets‘eavc S

CITIZEN SOCIAL SCIENCE 2020 HackATHo z Ko nta gt Intensive Co-Creation Work
Sowe with Co-Researchers to Write

zolo Prototyping online Fivsgggs%iﬂsm" & N"‘ Microstories for the Chatbot
A g W s
| CoActFrenaLaCurva
Printed Research Diary
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“A much more horizontal research. It’s not that some do the
studying, and others are the st«dued Between us,weall doa
(ittle bit of ever_\(
A.M,, CoAct for Mental Heslth Co Researcher
This graphic document is a testimony of the Co-Researchers’ contribution to CoAct for Mental
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Open Source Code on Github: C';%\:Aclll

https://github.com/Chaotique /CoActuem per la Salut Mental Chatbot Citizen Social Science

OMON

Chatbot CoActuem per
la Salut Mentadl

DO Participants

® Any person older
than 18 years
® 4 languages

Co-Researchers

® Persons with mental
health issues and family

® Share experiences in D Q

members
Catalan
. . Spanish
the form of microstories
German
® Co-design the chatbot English

The CoAct project has received funding from the European Union’s Horizon
2020 Research and Innovation programme under grant agreement No. 873048
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C:“Act

Citizen Social Science

Download the Telegram application Q
Register with your mobile number

Click on the magnifying glass and write "CoActuem per la

Salut Mental"
Ck
Click on Actuem and press "START"

C::Act me== O 7 siicau
I.l a
el T L T

.
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Citizen Social Science
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[ START

Et donem la benvinguda al xatbot
CoActuem per la Salut Mental! ...

f# CoActuem per la Salu
< @

£Qué puede hacer este bot?

iTe damos la bienvenida al chatbot

CoActuamos para la Salud Mental!
18:32

El xatbot et convida a participar en
una recerca de ciéncia ciutadana
sobre les xarxes de suport social
en salut mental.

Welcome to the CoAct for Mental
Health chatbot! 18:33 L -
El chatbot te invita a participar en
una investigacion de ciencia

ciudadana sobre las redes de
apoyo social en salud mental.

Willkommen im Chatbot CoAct fiir
Mentale Gesundheit! 18:33

Tria la teva llengua / Selecciona tu
idioma / Choose your language / Wahle
Deine Sprache 18:33

The chatbot invites you to
participate in a citizen science
project on mental health social
Catald N support networks.

Der Chatbot Iadt dich ein, an
biirgerwissenschaftlicher
Forschung zu sozialen
English Unterstiitzungsnetzwerken in
mentaler Gesundheit
teilzunehmen.

Castellano

Deutsch

| WELCOME

I Information

Consent
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Sharing
Lived
Experiences

La Juana vol comparti una vivéncia en primera persona en
qué tothom s'i pot veure reflectit.

He anat al teatre a veure una obra sobre salut mental.
Veure persones com jo, parlant duna situacié com la
meva, fa que vulgui formr part del grup de teatre. Mhi
acosto i parlo amb una de les actrius. Em presenta lequi
imiajuda a trobar associacions al meu barri.

1tu? Has tingut la mateixa vivéncia?

A) Si, tambe 'has tinguda.
B)

231M0n 6219991 6129Up5 1 DIBAIOINGQ 6V 61 SUp 6b1098A

1N 6120ups'd Insmitnsenoo st Is zsriob iz sidizzoq 25
28110i010q01q 8P 28bsb 20l 165ility 6 2ssHioNS 2118

- as viscut
€) Mai has viscut res semblant.

PACITATIO

Finding I
Solutions I ,
Together Sociodem

SURVEY

Experiences
in mental
health I

La Lidia et vol preguntar qué hauries fet en una situacié que ha 5
viscut en primera persona. La Lidia demana que et posis al seu v Perqué les teves respostes al xathot siguin valuoses per a
Jloc por uns instants, Ia recerca de ciéncia ciutadana, et voldriem demanar algunes
dades sobre tu| la teva relacio amb les xarxes de suport social
en salut mental. Les xarxes de suport social es refereixen a
Tentorn social i afectiu de les persones i a les relacions que s'i
estableixen. .
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Slstnam

202

4~ Abans de fer-te una pregunta, sempre t'explicarem el
perqué de la pregunta. Només recollim dades estrictament
necessaries per a la recerca. B

nenst 0 &1 sup 2snoz1eq 29219vib 0 s dms 2ivnod G
a2t Slstnam ulsz sb zemsldolq

[ Primer et demanarem un minim de dades generals sobre la
teva persona.

Després et preguntarem sobre tu i el teu entorn o5

sb on 619q asilimsY iloun st Isb 2enoz1eq 2s1év 0 6nU <
02 Slstnem fulse ob 2smsldoiq nanst o 3t sionsviviioo

@ Aquestes dades no es comparteixen amb ningu del xatbot.
Recorda també que ens és totalment impossible identificar-te.
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> Per aixd et demanem, si us plau, que responguis amb la
maxima sinceritat 1505

nenof o &1 feriiev ust lob 2enoz19q 2e219vib 0 BNU B3
. Slstnem fuls2 ob 2smsldotq

Tingues en compte que pots deixar sense resposta
qualsevol pregunta. Comencem! 1505

Fa quaranta anys que conserves amigues de fescola

Vareu fer una petita trobada a casa de la Lidia. Els vas
mencionar que la teva filla té un trastor de salut mental i
etvan dir que els sabia greu. De les cinc amigues, només

una t'ha trucat alguna vegada i s'ha ofert a donar-te algur
tipus de suport 0 a ajudar-te. Font: Salut Mental Catalunya (2021) —

1l Segons dades de IEspai Situa't a Catalunya el 78% de les
consultes sobre salut mental d'un familiar les fan dones.
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Qué faries?
A) No anar a més trobades amb aquestes amigues.
B) Ala propera trobada, explicar detalladament Ia situacio de

latevafilla. 505

e



Quan la mirada i I'escolta estan en el mateix nivell, es pot
despertar la confianca i I'entrega amorosa. Llavors s'obre
un cami. 1

aixi. Busco el mobil, respiro. Acudeixo a I'Ana, que ha
passat pel mateix, perqué em rescati. M'assegura que
se'm passara. | aixd a mi m'ajuda sempre.

Em falta I'aire als pulmons i se m'ha accelerat el cor. La I
meva ment em diu que em moriré encara que sé que no és

sToRy 210 17
|
|
|
|

TORY 11-50

Et vas paralitzar davant I'ordinador, al despatx. Vas saber
de seguida que era una paralisi per ansietat. No era la
primera vegada. Una companya d'unes taules més enlla et
va veure la cara desencaixada, els ulls desorbitats, les
mans immobils damunt el teclat. Va venir al teu costat i et
va preguntar: “Estas bé?" 1514

“1[STORY 51-100 !

He anat a veure una familiar gran molt estimada. Li he
explicat el problema de la meva filla i no m'ha donat cap
suport. Em diu que esta ingressada perque me la vull
treure de sobre.

o
@

R —




[ START

I Information

[ WELCOME

Consent

[start 1532,

' Etdonem la benvinguda al xatbot
CoActuem per la Salut Mental! ..,

(#\ CoActuem per la Salu
< @2

[ £Qué puede hacer este bot?

Isb 2ave1t 5 2siansviv 2svae zsl ut dms Xisnsqmod iuD £
1ulse N9 5iqé1q sionsieqxs dms zenoz1eq sb quip nU Stodtsx
190 6 Moo nsuloA _zxsilimet ir-snsoloni Jstnem

2otlom 19 216tl002s 192 nslov 2telen 213 zstobspitesvnios

ot nom Isb te1bni lovezlsup sb 2sb esmozieq

: iTe damos la bienvenida al chatbot

CoActuamos para la Salud Mental!
18:32

El xatbot et convida a participar en
una recerca de ciéncia ciutadana
sobre les xarxes de suport social
en salut mental.
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| Istnem fuls2 ne 6iqé1q sionsiieqxs dms 2e10bspitzsvniod
josstinepto i b Jsi dms dms!

| Welcome to the CoAct for Mental
Health chatbot! 18:33

i q
L L 1ulsz sl sb fidms ns sremsxisrio Is i difzsp sl ns nsdioifeq
El chatbot te invita a participar en Io 1d02 i i 26 e

una investigacion de ciencia

| Willkommen im Chatbot CoAct fiir sozr .ubs.du.msutosos @y :6 e1sjorq
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ciudadana sobre las redes de
apoyo social en salud mental.

Mentale Gesundheit! 18:33 srmoA SlstnsM fuls2 sl 19q meutoAe fodtex Is spnsnit i M
Isb 23ve1t 5 sbsonsni Isdolp evitsioini 61 19A0 sb 116q
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co2r

Tria la teva llengua / Selecciona tu
idioma / Choose your language / Wahle

The chatbot invites you to
participate in a citizen science

Deine Sprache

project on mental health social
support networks.
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Der Chatbot I4dt dich ein, an

Castellano biirgerwissenschaftlicher
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Forschung zu sozialen
Unterstiitzungsnetzwerken in
mentaler Gesundheit
teilzunehmen.

English

Deutsch

1ls2 5115
cozr

s ik &
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TlcaPAcITATIO

Finding
Solutions
Together

La Lidia et vol preguntar qué hauries fet en una situaci6 que ha
viscut en primera persona. La Lidia demana que et posis al seu
lloc per uns instants.

Sharing
Lived
Experiences

La Juana vol comparti una vivéncia en primera persona en
qué tothom s'i pot veure reflectit.

He anat al teatre a veure una obra sobre salut mental.
Veure persones com jo, parlant duna situacié com la
meva, fa que vulgui formr part del grup de teatre. Mhi
acosto i parlo amb una de les actrius. Em presenta lequi
imiajuda a trobar associacions al meu barri.

Fa quaranta anys que conserves amigues de lescola.
Vareu fer una petita trobada a casa de la Lidia. Els vas
mencionar que la teva filla té un trastorn de salut mental i
et van dir que els sabia greu. De les cinc amigues, només
una tha trucat alguna vegada i s'ha ofert a donar-te algur
tipus de suport 0 a ajudar-te. o

1tu? Has tingut la mateixa vivéncia?

A) Si, tambe 'has tinguda.
B)

231M0n 6219991 6129Up5 19 DIBAIOINGQ V1 61 SUp 6b1008A
19N 6126ups'd Insmitnisenoo st Is 2sriob iz sldiezoq 25
28110i910q01q 8P 28bsb 2ol 165 tility 6 esstitotus 2ns

as viscut

. Que faries?
€) Mai has viscut res semblant.

A) No anar a més trobades amb aquestes amigues.
B) Ala propera trobada, explicar detalladament Ia situacio de
lateva filla, s

SURVEY

I Sociodem

Experiences
in mental
health I

. Perqué les teves respostes al xatbot siguin valuoses per a
la recerca de ciéncia ciutadana, et voldriem demanar algunes
dades sobre tui la teva relacio amb les xanxes de suport social
en salut mental. Les xarxes de suport social es refereixen a
Fentom social i afectiu de les persones i les relacions que s'hi
estableixen. .
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4~ Abans de fer-te una pregunta, sempre t'explicarem el
perqué de la pregunta. Només recollim dades estrictament
necessaries per a la recerca. B
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[ Primer et demanarem un minim de dades generals sobre la
teva persona.

Després et preguntarem sobre tu i el teu entorn o5
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@ Aquestes dades no es comparteixen amb ningu del xatbot.
Recorda també que ens és totalment impossible identificar-te.
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> Per aixd et demanem, si us plau, que responguis amb la
maxima sinceritat 1505
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- Slstnem fuls2 ob 2smsldotq

Tingues en compte que pots deixar sense resposta
qualsevol pregunta. Comencem! 1505

1l Segons dades de IEspai Situa't a Catalunya el 78% de les
consultes sobre salut mental d'un familiar les fan dones.
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10:01 ¢ T 93 ] Citizen Social Science
CoActuem per la Salut Mental N\ ()
< Back s &

CoActuamos para la Salud Mental! . .,

Welcome to the CoAct for Mental Health

WELCOME
Willkommen im Chatbot CoAct fiir Mentale

Gesundheit! 09:58

Tria la teva llengua / Selecciona tu idioma /

Choose your language / Wahle Deine Sprache
09:58

. From now on you'll see all the chatbot
content in English. Is this the correct
. language for you?

< D'ara en endavant, els continguts apareixeran
> eninglés. Es la llengua que volies triar?

A partir de ahora, los contenidos apareceran
eninglés. ¢Es el idioma que querias escoger?

Von nun an sind alle Inhalte in Englisch. Ist

das die Sprache, die du auswahlen wolltest?
09:59

‘ 4
|

Great! From now on you'll see all the chatbot
content in English. 09:59

What does the chatbot require me to

v

do? To reflect on a range of experiences
related to mental health that are covered in a
series of brief stories. The chatbot asks you
to respond on the grounds of your personal

experience and your own unique perspective.
09:59

The CoAct project has received funding from the European Union’s Horizon 2020
et Research and Innovation programme under grant agreement No. 873048 OpenSysiens BARCELONA




PRIVACY
SAFE SPACE

~ perspectives. 10:04

f, Barcelona. The research project has been
| approved by the university’s Ethics

> privacy standards. -

10:06 ¢ al = €@

‘ < Back CoActuem per la Salut Mental %?sa

bot

Are there any limitations on who can
take part? The only limitation is that you
should be aged 18 or over. All adults are very
welcome to take part, given that each and
every one of us has some direct or indirect
experience of mental health. We are keen to
hear from the widest possible range of

§) How can | be sure that the chatbot is a
safe private environment? The chatbot is
housed on a server at the Universitat de

Committee and follows stringent European

Telegram username. 00s B
¥ of

. ﬂ We never store your phone number or

- 4/ Our sole means of identifying youis a |
series of digits (Telegram ID) generated by
the Telegram app so that we can send you
messages. 0o: G

5 You will maintain an anonymous
communication with the chatbot. No one has
any means of knowing if you are connected
to the chatbot or tracing your answers back
to you. 10:04

- % You will only communicate with the
chatbot, you will not receive messages from
anyone else. 10:04

The CoAct project has received funding from the European Union’s Horizon 2020
Eream Research and Innovation programme under grant agreement No. 873048
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Citizen Social Science

(0@

< Back CoActuem pelk’x!ta Salut Mental o

Loading...
the most useful scientific data to help
improve mental health social support
WA R N | N < ; networks.
1l What data does this citizen science
project gather? As a research team, we
gather your replies to the stories. This data is
then crossed with your answers to a
sociodemographic questionnaire. Remember,
you remain anonymous at all times: we have
no means of identifying you. You'll be invited

to take part in interpreting the anonymised
data once the chatbot has closed.

! IMPORTANT! The chatbot is a
participatory scientific research tool. It is not ? )
. aprofessional psychological support service. |
If you need help, you should contact a
healthcare professional.

_aVeud

You should be aware that the stories are
based on real-life experiences. Mental health
problems can lead to hard-hitting
experiences but can also create very moving
and inspiring stories. Please bear this in mind
before deciding whether or not to take part.
You can skip any questions you'd rather not
answer and come back later. You can exit the
chatbot whenever you want.

- Got any more questions or want to find

out more about the project? Check out the

website: 4 coactuem.ub.edu or email us at:
info.coactuem@ub.edu

[l The CoAct project has received funding from the European Union’s Horizon 2020 I
Eeeam Research and Innovation programme under grant agreement No. 873048 OpenSysiens BARCELONA
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‘ CoActuem per la Salut Mental e - . .
< Back i bot Citizen Social Science

- nno.cudluwdeniwup.euu 10:09

Informed_Consent_EN.pdf
250,7 KB

i We need your consent to go any further.

~ Giving your informed consent means that you
T ~ freely accept to take part in the CoAct for
E - Mental Health project, you fully understand
~ yourrole in the project and you authorise us

C',to use the data you provide. 10:09

* Please read this PDF file carefully. It
contains detailed information on the project,
including your participation and your privacy.
If you can't open the PDF file on your device,
you'll find the same information online at: 4
coactuem.ub.edu/pages/
informed_consent_en

coactuem.ub.edu

Informed Consent Chatbot CoAct For Mental
Health - CoActuem per la Salut Mental
Informed ConsentGiving your consent means
that you voluntarily agree to take part in the
CoAct for Mental Health project and that you e
understand your role in this project. We want to Q
give you important information before you decide =~
if you want to participate.We invite you to take
part in the CoAct for Mental Health research
project.CoAct for Mental Health is a citizen
science research on mental health social suppo...

(®

¥

N2

<

W
°%

The CoAct project has received funding from the European Union’s Horizon 2020
Eream Research and Innovation programme under grant agreement No. 873048
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Sharing Finding
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SURVEY

Experiences
in mental
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I Information Consent
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i

Et donem la benvinguda al xatbot g@ 5
]

CoActuem per la Salut Mental!

N . . ©
| iTe damos la bienvenida al chatbot |

| CoActuamos para la Salud Mental!
| 18:32

Welcome to the CoAct for Mental
Health chatbot! 8

Willi(ommen im Chatbot CoAct fiir
Mentale Gesundheit! 1

‘ Tria la teva llengua / Selecciona tu
idioma / Choose your language / Wahle
| Deine Sprache s

Catala

Castellano

English

Deutsch

{ /start 1g:32./ |
= =

o~

2

CoActuem per la Salu
€ bot

£Qué puede hacer este bot?

El xatbot et convida a participar en
una recerca de ciéncia ciutadana
sobre les xarxes de suport social
en salut mental.

El chatbot te invita a participar en
una investigacion de ciencia
ciudadana sobre las redes de
apoyo social en salud mental.

The chatbot invites you to
participate in a citizen science
project on mental health social
support networks.

Der Chatbot I&dt dich ein, an
biirgerwissenschaftlicher
Forschung zu sozialen
Unterstiitzungsnetzwerken in
mentaler Gesundheit
teilzunehmen.
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Experiences

La Juana vol compartir una vivéncia en primera persona en
qué tothom s'hi pot veure reflectit.

He anat al teatre a veure una obra sobre salut mental.
Veure persones com jo, parlant d'una situacié com la
meva, fa que vulgui formr part del grup de teatre. Mhi
acosto i parlo amb una de les actrius. Em presenta lequi
imiajuda a trobar associacions al meu barri.

11u? Has tingut la mateixa vivéncia?

A) S, també 'has tinguda.
B) No exactament... perd has viscut quelcom
C) Mai has viscut res semblant.

Together

La Lidia et vol preguntar qué hauries fet en una situacio que ha
viscut en primera persona. La Lidia demana que et posis al seu
lloc per uns instants. o

Fa quaranta anys que conserves amigues de lescola
Vareu fer una petita trobada a casa de la Lidia. Els vas
mencionar que la teva filla té un trastorn de salut mental
et van dir que els sabia greu. De les cinc amigues, només
una tha trucat alguna vegada i s'ha ofert a donar-te algun
tipus de suport o a ajudar-te. s

Qué faries?

A)No anar a més trobades amb aquestes amigues.

B) Ala propera trobada, explicar detalladament Ia situacio de
lateva filla. i

Perqué les teves respostes al xatbot siguin valuoses per a
la recerca de ciéncia ciutadana, et voldriem demanar algunes
dades sobre tui la teva relacio amb les xanxes de suport social
en salut mental. Les xarxes de suport social s refereixen a
Fentom social i afectiu de les persones i a les relacions que s'hi
estableixen. .

42 Abans de fer-te una pregunta, sempre texplicarem el
perqué de la pregunta. Només recollim dades estrictament
necessaries per a la recerca. .

[ Primer et demanarem un minim de dades generals sobre la
teva persona.
Després et preguntarem sobre tu i el teu entorn.

@ Aquestes dades no es comparteixen amb ningd del xatbot.
Recorda també que ens és totalment impossible identificar-te.

< Peraixo et demanem, si s plau, que responguis amb la
maxima sinceritat. 505

Tingues en compte que pots deixar sense resposta
| qualsevol pregunta. Comencen!

ul Segons dades de IEspai Situa't, a Catalunya el 78% de les
consultes sobre salut mental d'un familiar les fan dones.
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Stories “Sharing Lived Experiences”

What about you? Have you had the same experience?

A) Yes, it happened to you, too.
B) Not exactly... but you've experienced something similar.
C) Nothing like this has ever happened to you.

And those around you... Has anybody had the same experience?
A) Yes, it's happened to someone around you.

B) Not exactly, but someone around you has experienced something
similar.

C) As far as you know, it hasn’t happened to anyone around you.

The CoAct project has received funding from the European Union’s Horizon
2020 Research and Innovation programme under grant agreement No. 873048

C::Act

Citizen Social Science

(CMOM

| often think work is one of those places where
there are a lot of people in my situation, with

a mental health problem. But at the same
time it's an environment where it's very hard to
say it and show it. People are afraid of losing
their job. | miss a place to share some things
emotionally. It would be very good for me and
we'd all stop having so many prejudices.
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‘ CoActuem per la Salut Mental o
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have lived the same experience or what
would you do in a certain situation.

- Telegram ID: the series of digits that the
application provides us and that we save only
to send you messages.

We do not keep your phone number nor

L | v | ) ~ your username on Telegram at any time.
10:12

. | hereby give my consent for my personal
~ data to be processed for the purposes of this

| X P | R | | N C | f ; ~ project (REQUIRED to access the chatbot):
- 10:12
% You said: Yes, | give my consent.

> Can you please confirm this decision? .,

a

" [ You have confirmed your consent. Many
: thanks! 10113

-
_= We're delighted you've decided to take o
part in this citizen science project! Welcome
on board! 10113

We've put together more than 200 stories of
real-life experiences to be read by you and all
the other participants. o

Reading about other people’s lived
experiences is vital for the kind of citizen
science research we'’re doing here. Given
that we're dealing with very personal stories,
we’ve changed the names of the people
involved to protect their privacy. e

e Research and Innovation programme under grant agreement No. 873048 OpenSystems  BARCELONA

The CoAct project has received funding from the European Union’s Horizon 2020
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Stories “Finding Solutions Together

CMOM

You were suddenly paralysed in front of your computer
at the office. You realised immediately that it was a
paralysis due to anxiety. It wasn't the first time. A
colleague a few desks away saw your distorted face,
your rolling eyes and your hands frozen on the keyboard.
She came over and asked you, "Are you alright?”

What would you have done?

A) "Yes, yes... Don't worry, I'm fine, no problem, thanks."
B) "No, I'm not well. Help me go outside, | need to
breathe."

The CoAct project has received funding from the European Union’s Horizon
2020 Research and Innovation programme under grant agreement No. 873048

UNIVERSITATo:
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you. 10:16

You say: A) Yes, it's happened to you too.
10:16

| | N ) | h G Is this the response you wanted to choose?
10:16

~ Your response has been saved. ,,

—— And those around you... Has anybody had
S O l | | O S ~ the same experience?

A) Yes, it's happened to someone around

you.
é B) Not exactly... but someone around you
‘ has experienced something similar.
_ C) As far as you know, it hasn't happened to
‘ anyone around you. 07

You said: A) Yes, it's happened to someone
around you. 10:17

Is this the response you wanted to choose?v\:‘%

/G

-
Your response has been saved. ., , g - A
Thank you for helping with our research! D
Let’s stay in touch! oy

The chatbot will also send you another sort
of story. Your replies to these stories will help
us compare and contrast the different
decisions different persons would take in
mental health social support networks. ..,

The CoAct project has received funding from the European Union’s Horizon 2020 J
Research and Innovation programme under grant agreement No. 873048 OpenSysiens BARCELONA




| Et donem la benvinguda al xatbot
1 CoActuem per la Salut Mental! ..,

j iTe damos la bienvenida al chatbot

CoActuamos para la Salud Mental!
18:32

Welcome to the CoAct for Mental
Health chatbot! 18:33

“

Willkommen im Chatbot CoAct fiir
Mentale Gesundheit!

|

18:33

Tria la teva llengua / Selecciona tu
idioma / Choose your language / Wahle
Deine Sprache

Catala

Castellano

English

Deutsch

Information

1 [T WELCOME

Consent
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[ £Qué puede hacer este bot?

El xatbot et convida a participar en
una recerca de ciéncia ciutadana
sobre les xarxes de suport social
en salut mental.
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ciudadana sobre las redes de
apoyo social en salud mental.
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The chatbot invites you to 19.195{01010500 @) :BAOEV8 .min sfos1Inoo dms ssqowd

participate in a citizen science

project on mental health social
support networks.
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Forschung zu sozialen
Unterstiitzungsnetzwerken in
mentaler Gesundheit
teilzunehmen.
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[CAPACITATIO

Sharing
Lived
Experiences

La Juana vol comparti una vivéncia en primera persona en
qué tothom s'i pot veure reflectit.

He anat al teatre a veure una obra sobre salut mental.
Veure persones com jo, parlant duna situacié com la
meva, fa que vulgui formr part del grup de teatre. Mhi
acosto i parlo amb una de les actrius. Em presenta lequi
imiajuda a trobar associacions al meu barri.

11u? Has tingut la mateixa vivéncia?

QI i

| I . .
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as viscut
c) Mai has viscut res semblant.

Finding
Solutions
Together

La Lidia et vol preguntar qué hauries fet en una situaci6 que ha
viscut en primera persona. La Lidia demana que et posis al seu
lloc per uns instants.

Fa quaranta anys que conserves amigues de lescola.
Vareu fer una petita trobada a casa de la Lidia. Els vas
mencionar que la teva filla té un trastorn de salut mental i
et van dir que els sabia greu. De les cinc amigues, només
una tha trucat alguna vegada i s'ha ofert a donar-te algun
tipus de suport 0 a ajudar-te.

Qué faries?

A) No anar a més trobades amb aquestes amigues.

B) Ala propera trobada, explicar detalladament Ia situacio de
lateva filla, I

Sociodem

[ SURVEY

Experiences
in mental
health i

. Perquéles teves respostes al xatbot siguin valuoses per a
la recerca de ciéncia ciutadana, et voldriem demanar algunes

sb 26x16x 28l 2nib zsionsviv zevet 2sl 19q mefnupsia fo 1A [
sinupeq snupls iz sup sb100sA Istnem fulse ns f1oque

dades sobre tu i Ia teva relaci6 amb les xarxes de suport social e sl-s1briogee1 up 18q 2nsf on sbomooni |
en salut mental. Les xarxes de suport social es refereixen a

I'entorn social i afectiu de les persones i a les relacions que s'hi tulsz sb Idog dme snoz1sq 6nu'b 23
estableixen. . a0z Slstnom
4~ Abans de fer-te una pregunta, sempre texplicarem el n1on1st 0 1 sup 29M10219q 29219vib © B dms 2uivNod G
perque de la pregunta. Només recollim dades estrictament a0zr Slstnam ulsz b zamsldoiq

necessaries per ala recerca

1505

teva persona.
Després et preguntarem sobre tu i el teu entorn.

[ Primer et demanarem un minim de dades generals sobre la

1505

ob on 619q Jsilims? iloun et Isb 2sno219q 2siév 0 BNU
e Slstram fulse sb 2smldoiq nenst o &1 SioNSvivIod

@ Aquestes dades no es comparteixen amb ningu del xatbot.
Recorda també que ens és totalment impossible identificar-

te.
1505

f18ns1 0 &1 2619G01q 23 2fstelms 2ove? 2sl ob 2siéy 0 61U <7
. Slstnem tulsz sb 2emeldoiq

nanist 0 3t Istods! motnis ust leb 2ertoz1eq 2sztevib 0 enU T
. Slstnom fulsz sb zemeldoig

% Per aixd et demanem, si us plau, que responguis amb la
maxima sinceritat

1505

nenst o &1 fsniisv ust lsb zsroz1eq 2e21evib 0 61U §5
. Slstnom fulsz sb zsmeldorq

Tingues en compte que pots deixar sense resposta
qualsevol pregunta. Comencem!

1505

consultes sobre salut mental d'un familiar les fan dones.

Font: Salut Mental Catalunya (2021)

1l Segons dades de IEspai Situa't, a Catalunya el 78% de les

25ve1t B iup dms 2snoz1eq 2s219vib o snU &M
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. Slstnom
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10:50 ¢ all T & .f&f. ci
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< Back CoActuem per la Salut Mental S o . )
bot Citizen Social Science
- explain the purpose ot the question. We only
gather data that is strictly necessary for this
~ research. 10:48

S [ First we'll ask you for some brief general
D ATA - information about you.

- Then we'll ask you about you and your

~environment. o8

£33

u 3 This data is not shared with anyone on
~ the chatbot. Remember, we have absolutely
. no means of identifying you.

10:48

<> We therefore ask to be completely frank
Ml N |M| Z ATl O N ~and honest in your answers. 10:48
" You can skip any questions you'd rather

‘ not answer. Let's get going! 10:48

il According to data from Espai Situa't, 78%
of enquiries about a family member’s mental
health in Catalonia are made by women.

Source: Salut Mental Catalunya (2021) ;..

["] Gender plays a major role in shaping @
mental health social support networks. Which =~
gender do you identify with most? was &Y

Male

Female

Nonbinary

I'd rather not answer

amdo - © 9
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DATA
COLLECTION
LIVED
EXPERIENCES

< Hick CoActuem per la Salut Mental o

. check. That way we can do our utmost to

<4 TELEGRAM
[ © J il = €@

okt
=

bot

CuUlv wiug yuun o o UM wa y U
Jy ry J | U Y

postcode is 43300.

& Please check that all this information is
correct. All good? If not, you can answer the
questions again. 10:52

Many thanks! You've now completed the first
set of questions. You'll now receive a set of
questions on mental health social support
networks. s

Here's the second set of questions. This time
we'll be touching on more sensitive topics. To
avoid your answers appearing on your mobile
phone, you won't receive a summary to

respect your privacy. Thank you for your
time! 10:52

@ Everyone has their own unique role to
play in mental health social support
networks. That's why this research starts out
by gathering information on people's

~individual characteristics. 10553 4 @ )

5 ’ Q

Il A recent study by OpenSystems at the |
Universitat de Barcelona found that people @
with mental health problems make the

greatest effort to contribute to a group’s -
wellbeing but are also the most vulnerable &
and exposed members.

Source: Scientific Reports (2018), 8(1), 1-9. |

10:53

Continue
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10:59 ol > 6@

< Back CoActuem per Ia_ Salut Mental EEB
oo typmg
the key role that informal caregivers play in
helping people recover from mental health
problems.

Source: Scientific Reports (2018), 8(1), 1-9
(2018) 10:57

["1 Now we'd like you to tell us about your
lived experience of mental health social

support networks. Remember, you can skip
any questions you'd rather not answer. .,

Are you a caregiver for someone with mental
health problems? OTST

' %= Do you live with persons with mental
health problems? 10'58

%= % With regard to the emotional
wellbeing of the persons you live with, what
kind of a role do you play in their emotional
wellbeing? 10:58

< Do any of the people in your family who

you don't live with have mental health
. problems? 10:58 4 '

< % With regard to the emotional @ o
wellbeing of family members who you don't
live with, what kind of a role do you play in 0)
their emotional wellbeing? 10:58 4

€

<> Do any of your close friends have mental |
health problems? 10:89

< % With regard to your close friends’
emotional wellbeing, what kind of a role do

you play in their emotional wellbeing? .,
i N OAA

c @
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Sociodemogratic surve

Quin és el génere amb
qué més tidentifiques?

Dona
Nolfpuc
ezpondre
"
For
No binara e

En relacié al teu benestar
emocional: com definiries el grau
d'implicacié en el teu benestar
de les persones del teu
veinat 0 barri?*?

Boix

Nowull/puc
rezpondrs

No zal
delz mewz
problemes

En relacié amb el benestar
emocional d'aquests familiars amb qui
no convius: com definiries el
teu graud'implicacio?

At

Nowllfpuc
¥ rzgondre

Boix

En relacié amb el benestar
emocional d'aquestes persones amb qui
et relaciones a través d'activitats
culturals o d'oci: com definiries

el teugrau d'implicacis?
Ao A
k]

No vul/puc
rezpondre

Boix

A quin rang d'edot perfanys
{en anys)?
®-44
25-34
a
Beipue
wopondre
72 &
45-54 B

584

En relacié al teu benestar
emocional: com definiries el grau
d'implicacié en el teu benestar
de les persones amb qui
et relaciones a través d'activitats

culturals 0 d'oci?*?
ia
Soix . BB
Hr
No vul/pue
reapondre
o
No zaben
dels meuz
problemes.

Una o varies de les
teves amistats més properes &
o tenen problemes de salut
mental?"7

El

No wdl/puc
wepondre

En general, com definiries el
teu grau d'implicacié en referéncia
als problemes de salut mental
del teu entornsocial?* 1324

Hr

Mia M4 No vl /puc
- rezpondre

Vius o has viscut problemes
de salut mental?

No vll/puc
rezgondre

En relacié al teu benestar
emocional: com definiries el grau
d'implicacié en el teu benestar
del teu entorn social, en
termes generals?'?

Mtja
L4
A
A No wdl/puc
T masondre
©o ¥ Nozoten
i deis meve
probleme:

En relacié amb el benestar
emocional d'aquestes amistats més properes:
com definiries el teu grau

d'implicacio?
Ar
Noul/puc
25 wwonure
P Soix
Mia

En general, en relacié amb
el teu propi benestar, com
definiries el grou d'implicacic de
les persones amb qui et
relaciones i que tenen problemes

de salut mental?
e
bl - Nowul/puc
wepondre
2
Boix

Convius amb una o diverses
persones??

Nowull/puc
rezgondre

Mo

1y, en relacié amb
el benestar emocional dels teus
familiars o de les persones
amb qui et relaciones: com
definiries el teu grau dimplicacis "3

Nowull/puc
" repondre
Boix

Una o diverses persones del
teu entorn laboral té o
tenen problemes de salut mental?"?

-
A

Tl
o

No wll/puc
rezgondre

Tens o has fingut vinculacié
amb alguna associacié de persones
amb experiencia prépia en salut
mental o deks seus familiars?

s

| Nowlfpuc
rezgondre

n

En relacié amb el teu
benestar emocional: com definiries el
grau dimplicaci en el teu
benestar de les persones amb
qui convius?'34

A

No saben
s dels meuz

1 mobieme:
& Soix

Efs persona cuidadora d'una persona
que té amb problemes de
salut mental?

s

Nowull/puc
rezpondre
29

En relacié amb el benestar
emocional d'aquestes persones del teu
entom laboral: com definiries el

teu graud'implicacis?

Mja At
»

No wdl/puc
apondre

Boix

La teva feina esta relacionada
amb lambit de la salut

mental?

Novl/puc
rezgondre
210

En relacié al teu benestar
emocional: Com definiries el grau
d'implicacié en el teu benestar
dels teus familiars amb qui

no convius?'?
Boix -
s
No wdl/puc
il
g Y debmew
problemes
Hr

Convius amb una o diverses
persones que 1é o tenen

problemes de salut mental?" 23
S
No wll/puc
rzpondre
=3
o

Una o diverses persones del
teu veinat 1é o tenen
problemes de salut mental?"?

=l
55‘

o vl fpuc
rezgandre

Mo

Aquina categoria professional pertanys?'2?

B} Altres A) Profezzional
profezzionals de e o zalut mentol
Vambit de
lozakt [
C)atrez
profezzionals de | tres.
Fambit ool bits: justiola,

educacis, leure,
oultura, recerca.

En relocié amb el feu
benestar emocional: com definiries el
grau d'implicacié en el teu
benestar de les teves amistats
més properes? 3

No vull/pue
rzpondre Ar
Mg 06 No zaben
dels meuz
4 7 mobleme:

En relacié amb el benestar
emocional de les persones amb
qui convius: com definiries el

teu graud'implicacié?

Hr

En relocié amb el benestar
emocional d'aquestes persones del teu
veinat: com definiries el teu
grau d'implicacié?

No wdl/puc
= v

Hr

C::Act

Citizen Social Science

En relacié amb el teu
benestar emocional: com definiries el
grau dimplicacié en el teu
benestar de les persones del
teu entorn laboral?*?

Boix Mg
£

“
Novull/puc
rezgondre

Nozaben & "

etz meuz o

problemes compariy de

e

Una o varies persones del
teu nucli familiar, peré no
de convivencia, té o tenen

problemes de salut mental?* 1
E)
Novull/pue
respondre
B3
™

Una o diverses persones amb
qui et relaciones a través
d'activitats culturals o d'oci té
o fenen problemes de salut
mental?"#?

5

wilfpue
rezpondre

* La estrella amb ndmero
significa que aquesta pregunta només es formula
a participants que abans havien respost “Si*
ales preguntes indicades pels nimeros
que acompanyen a l'estrella.

cc) W

I
u
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Chatbot

launching and
promotion

First face-to-face meeting
with the Co-Researchers,
video testimonials created

NEWS |

/@
CoAct for Mental Health @
Chatbot official Launch!! s

Promotion and press =
campaign begin

— emmmmm
NO\, = =
trpee == =
e —_—
24
Mfus =

for Mental
Health

3

Alba & Amanda presented
~ Amanda at First Meeting
participate of Citizen Science,
in the Chile cARABOLA B Social Sciences & Humanities
Citizen Science .
Conference

[=Enie |
23
C::Act OS .
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Chatbot participation monitoring
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Resultiy

Collective data
interpretation * f —
sessions ¥ \@h Ao

3 Collective winab it means +o be a
Data Interpretation Co-RESEARCHER
sessions , T

e
7 Amanda conducted
Quiona, Assumpta and ~ workshop at the
other Co-Researchers Living Knowledge
explained the project Conference

in a public conference
at the Canodrom
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Chatbot shortfacts

November 2022

-
704 people entered

the Telegram chatbot,
signed the informed
consent and paticipated
in the research.

3 out of 4 chatbot
partficipants experience or
have experienced mental
health problems.

3 out of 10 chatbot
participants identify
themselves as caregivers.

C:Act

Citizen Social Science

J

N
The vast majority of the
32 questions in the socio-
demographics cannot be
compared with any open
data for Catalonia.

J

N
People without or with
mental health problems
respond to the chatbot
with the same level of
commitment.

J

N
7 out of 10 chatbot
participants are women.

J

é )
2 out of 3 people with 1in 3 people with mental
mental health problems health problems say
say that people in that their work
their neighbourhood do environment does
not know about their not know about their
problems. problems.
. J
é )
Stories about positive
1 out of 2 microstories aspects of social
talk about mental support networks are
health stigma. experienced by 1in 5
chatbot participants.
. J

The CoAct project has received funding from the European Union’s Horizon 2020
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shortfacts

Chatbot

\_

| felt so lonely when it all began! | didn't know what to do or
where to go for help. Lots of visits to the Emergency Department
for nothing. | dont understand why, if all the doctors could see
what the problem was, none of them told me that apart from
doctors and hospitals there were resourses and people whi had
gone through something similar and could help me.

1 out 2 chatbot participantes has had the same experience.

_J

7

| couldnt get up; | just wanted to sleep, to stop thinking, to

stop feeling—feeling what? | don't know... But | couldnt go in, |
couldn’t go on feeling like this. | didn’t want to feel. | didn’t want
to go on. | didn’t want to be. | didn't want to exist.

7 out of 10 chatbot participants who have mental health
problems have had the same experience.

~\
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CMOM

November 2022

ON MENTAL HEALTH CARE https://doi.org/10.5281/zenodo.7244146

Brief on policy recommendations to promote and strengthen mental health social support networks

RECOMANACIONS |
PO L ITI QU ES: m:p:::/?dogiéorg /10.5281/zenodo.7657603

PROMOCIO | ENFORTIMENT
DE LES XARXES DE SUPORT SOCIAL
EN SALUT MENTAL

i I
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Assemblea Comunitat
salut mental

https://youtu.be /Vtid
W5zKHlo

Ci:Act OS
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https://youtu.be/Vti4W5zKHlo
https://youtu.be/Vti4W5zKHlo

C::+Act

Thd n I(S -|-O... Citizen Social Science

...32 Co-Researchers

OpenSystems, Universitat de Barcelona 1}

- Josep Perelld
- Franziska Peter
- Anna Cigarini

Catalonia Mental Health Federation

- Barbara Mitats

The CoAct project has received funding from the European Union’s Horizon 2020 o
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Do you want to stay in touch? ©EON

CoAct for Mental Health: info.coactuemeub.edu
Webpage: https://coactuem.ub.edu/ (available in English)

OpenSystems Research Group: opensystemseub.edu
Isabelle Bonhoure: Isabelle.Bonhoureeub.edu

Webpage: http://www.ub.edu/opensystems/
X (Twitter): @OpenSystemsUB

The CoAct project has received funding from the European Union’s Horizon 2020
Research and Innovation programme under grant agreement No. 873048 OpenSysiens BARCELONA
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