
Fig. 1 Journey and Experience of the People with Treatment-resistant Schizophrenia with the Disease and the Healthcare System - e-Motiph Project*  
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Previous symptomatology Disease control Risk behaviours 

CAREGIVER 

EXPECTATIONS 

VERY 

BAD 

I am 

hospitalized at 

home 

Follow-up in 

outpatients unit 

Therapeutic guidelines Ambulatory attention Diagnosis Emergency care 

A traumatic 

event in my life 

takes place 

Hospitalization Exacerbations 

Follow-up in 

CSMA/  

CSMIJ/ 

CSMiA/CAS 

Follow-up in 

day hospital 

Follow-up in 

the 

rehabilitation 

service 

o Being attended in a 

professional manner 

and with good 

treatment (that they 

do not treat me as a 

criminal, avoid the 

physical 

containment 

whenever possible 

and being attended 

by people not 

wearing a uniform) 

o Being attended by 

professional trained 

in the field of mental 

health, that do not 

act aggressively, 

following a protocol, 

and with presence of 

a specialist (doctor, 

psychologist, etc.) 

o Receiving 

information and 

support from 

professionals  

o Being assured of the 

discretion in regards 

of the surrounding 

during the 

transportation 

(neighbours)  

o Avoiding medicating 

the person until 

knowing what is 

happening to 

him/her 

SEM gets me 

to the 

emergency 

unit 

Low Medium High 

I am attended 

in the general 

emergency 

unit 

o Feeling like I am in a 

safe space 

o Receive information 

and support  

o Take the minimum 

number of tests 

possible 

o Not being physically 

contained 

 

o Receiving attention 

that generates trust, 

warmth and 

closeness by the 

professionals  

o Receiving 

homogeneous 

attention 

independently of the 

professionals that 

tend to me   

Low Medium High 

o Receive enough 

support (not less 

than the attention 

received during the 

hospitalization at the 

hospital) 

o Knowing how to act 

when the care team 

is not present 

(receive clear 

instructions) 

o Having direct 

contact with a 

referent professional 

in case of doubts 

Low Medium High 

“The hospitalization is an 

imprisonment, it is not healing. 

They are more supported in 

clinical trials, where they 

receive a good psychological 

attention" 

“We have negative and 

positive experiences, it 

depends on the health team 

and the police that tend to 

the patient" 

“One feels guilty for 

not having identified 

the illness 

previously" 

“It is important to have a 

routine and an active life, 

as our pace is different 

from the others" 
“I felt sad, 

ashamed and 

with a feeling 

of guilt" 

“The management of the 

daily life is exhausting, it is 

normal that couples get 

separated" 

I have 

behavioural, 

emotional 

and/or 

cognitive 

changes 

Low Medium High 

+ 

o Not feeling different 

from others 

o Having enough 

information/ 

education on mental 

health to identify 

symptoms at an 

early stage and 

differentiate them 

from typical 

adolescent 

behaviours 

o Having the 

possibility of 

consulting with 

health professionals, 

that know how to 

identify the 

symptoms and can 

derive us to those 

professionals 

specialised in 

mental health 

Low Medium High 

o Avoiding the 

traumatic event (for 

example, death of a 

close familiar) from 

happening to me 

o Knowing how to 

quickly identify 

alarm signs 

o Learning where to 

go to receive 

specialised help 

I go to the 

emergency 

unit 

o Having a telephone 

number to call to 

when I feel alone 

and need help 

 

o Ensuring that the 

person that I take 

care of receives a 

quick specialized 

support 

Low Medium High 

My family/ 

friends get me 

to the 

emergency 

unit 

Low Medium High 

o Not being lied to (in 

the case where the  

family/ friends take 

me to emergency 

unit) 

o Being help, and 

ensuring that the 

person I take 

care of receives 

support 

o Receive sensitized 

attention on 

psychiatric illnesses 

in the convenient 

time and in a warm 

environment 

o Not being physically 

contained 

o Being informed at all 

times and 

understand the 

reason for the 

transfer to the  

psychiatric 

emergency unit 

o Receiving 

accompaniment 

from professional 

(closeness, relax) 

I am attended 

in the 

psychiatric 

emergency 

unit  

Low Medium High 

They give me 

temporary 

permission to 

go home 

Low Medium High 

 

o Not being 

hospitalized again 

o Having enough 

time to go home 

during the 

permit 

o Not having any 

incidence in the 

temporary 

return 

I am admitted 

in the subacute 

 unit 

Low Medium High 

o Noticing 

improvements in 

the person 

o Having the 

security and the 

welfare of the 

person that I 

take care of 

guaranteed 

o Perceiving the 

unit like a home 

 

o Understanding 

why I am still 

hospitalized 

o Noticing 

improvements in 

my state 

I follow the 

therapeutic 

guidelines 

Low Medium High 

+ 

o Obtaining results 

from the treatment 

that get maintained in 

time 

o Receiving easy-to-

follow therapeutic 

guidelines 

o Getting support to 

fulfil the 

pharmacological 

treatment 

o Having a referring 

professional who I 

could quickly contact 

to in case of having 

an enquiry 

o Having clear 

information on the 

therapeutic 

guidelines 

o Noticing the 

improvements with 

the treatment 

o Preventing the 

person I take care of 

from being too 

sedated to enable 

him/her to manage 

his/hers everyday 

life as normally as 

possible 

o Having a referent 

professional who I 

could quickly contact 

to in case of having 

an enquiry 

I have adverse 

effects  

o Not having adverse 

effects/ that these 

effects do not 

greatly affect my 

day-to-day life or my 

social life  

o Knowing which are 

the adverse effects 

and receiving help to 

minimise them 

o Having a referring 

professional who I 

could quickly contact 

to in case of having 

an enquiry 

o Having information 

on the adverse 

effects and how to 

prevent them and 

manage them 

o Having a referent 

professional who I 

could quickly contact 

to in case of having 

an enquiry 

Low Medium High 

I discontinue 

the treatment 

Low Medium High 

 

 

o Remaining well 

without the 

treatment 

o Overcoming the 

adverse effects and 

feeling better 

o Not being forced to 

take anything if the 

treatment is not 

working 

o Noticing the results 

of the treatment (not 

perceiving the 

existence of results 

is one of the 

reasons for 

abandonment) 

 

o Being aware of 

mechanisms to 

avoid the 

abandonment of the 

pharmacological 

treatment and 

receive support in 

case of its 

abandonment 

o Receiving support in 

case of break of the 

healthcare follow-up 

o Ensuring the 

reception of help by 

the person I take 

care of to quickly 

restart the treatment 

 

I attend 

occupational 

workshops 

o Keeping me 

occupied and 

active, with 

activities 

adapted to my 

mental and 

physical 

capacities 

o Seeing that the 

person that I take 

care of keeps 

himself or herself 

active 

Low Medium High 

I can do the 

daily activities 

in an 

independent 

way 

o Not being sedated 

to have the 

willpower to do the 

basic activities of 

my daily life 

 

o Seeing that the 

person that I take 

care of can assume 

the minimum 

activities of the daily 

life (hygiene, 

cooking, etc.) 

Low Medium High 

I have a 

relationship 

with my carer 

 

o Feeling that my 

caregiver 

understands my 

situation and 

helps me 

o Having access to a 

service for 

managing the 

patient-caregiver 

relationship (social 

assistant, 

psychologist…)  

o Receiving 

psychological 

support that helps 

me in the 

management of the 

day-to-day as a 

caregiver 

o Receiving 

professional 

support for 

managing how to 

take care in the 

best possible way 

 

Low Medium High 

I have social 

life and work 

life 

o Receiving emotional 

support to avoid the 

claudication and the 

burnout (of other 

people in the same 

situation or of 

professional) and 

being able to have 

social life and work   

o Being helped to live 

the illness with 

normality, without 

shame, without 

social exclusion and 

without bullying for 

the stigma with 

regard to the 

schizophrenia  

o Not suffering the 

existent social 

stigma regarding the 

schizophrenia / 

psychotic episodes 

o Accessing to clubs/ 

social activities 

o Have help to find 

work 

Low Medium High 

+ 

I manage my 

persistent 

symptoms 

o Receiving 

emotional 

support to 

combat 

continuous fear - 

psychological 

support 

o Having fast, direct 

and effective 

channels of 

communication, to 

resolve doubts 

Low Medium High 

+ 

I lead a healthy 

lifestyle 

o Having help in the 

follow-up of healthy 

guidelines (weight 

maintenance, quit 

smoking, etc.) and 

access to sportive 

activities 

o Having support to 

fulfil the treatment 

(follow-up of visits) 

o Receiving 

information of the 

steps to follow with 

clarity  

Low Medium High 

o Being able to help 

the person I take 

care of to have a 

healthy lifestyle 

They give me 

a preliminary 

diagnosis 

o Feeling empathy by 

the doctor when 

they communicate 

me the diagnosis 

(focalize the 

diagnosis more in 

the symptoms and 

not so much in the 

“tag” of the illness) 

Low Medium High 

o Receiving clear, 

concise and 

structured 

information 

o Receiving up to 

date validated 

information of the 

steps to follow 

o Enabling the 

person I take care 

of to be treated 

accordingly to 

his/her complexity, 

with more intense 

support than in 

other ambulatory 

resources 

Low Medium High 

I am admitted 

in the 

psychiatry or 

dual pathology 

unit 

o Receiving support 

with personalized 

assistance (trust the 

professionals) 

o Not having a feeling 

of imprisonment 

o Having privacy 

o Having my personal 

preferences (diet) 

respected 

o Being involved in 

activities  

o Getting psychological 

support  

o Not being physically 

contained 

Low Medium High 

+ 

o Receiving 

information and 

support (that reduce 

my fear and 

insecurity, and that 

explain to the person 

I take care of the 

reason for the 

hospitalization, so 

that he/she does not 

blame me) 

o Seeing 

improvements in the 

person 

o Having a wide 

schedule of visits  

o Having my 

preferences 

respected 

o Knowing the options 

of non 

pharmacological 

treatments and 

demystify them 

I attack others 

Low Medium High 

o Not attacking others 

o Having professional 

support to avoid 

self-harming 

(anticipated 

identification and 

performance of risk 

factors) 

o Being able to 

immediately speak 

with a healthcare 

professional to help 

me to know what to 

do the moment the 

changes of state 

appear 

o Having a service of 

immediate contact 

that gives 

instructions on what 

to do in case of 

detection of signals/ 

emergency 

I use drugs 

Low Medium High 

o Having professional 

support to avoid 

self-harming 

(anticipated 

identification and 

performance of risk 

factors) 

o Being able to 

immediately speak 

with a healthcare 

professional to help 

me to know what to 

do the moment the 

changes of state 

appear 

o Having a service of 

immediate contact 

that gives 

instructions on what 

to do in case of 

detection of signals/ 

emergency 

Others detect 

my symptoms 

o Having fast, direct 

and effective 

channels of 

communication 

o Receiving tools to 

identify signals/ 

previous symptoms 

to the exacerbation 

Low Medium High 

o Having my 

symptoms identified 

with calm and 

without alarmism 

They give me 

a definitive 

diagnosis 

o Getting emotional 

support during the 

process of diagnosis 

to avoid associating 

the diagnosis to 

social stigmas  

o Receiving the 

information in an 

empathic manner 

and with support to 

avoid associating 

the diagnosis to the 

social stigmas, and 

reducing the 

emotional impact 

o Receiving more 

detailed information 

of the illness to later 

consult it 

o Receiving clear 

information of the 

steps to follow with 

Low Medium High 

+ 

I do not 

respond to the 

treatment  

Low Medium High 

 

 

o Having immediate 

support when the 

treatment ceases to 

work 

o Understanding why 

the treatment does 

not work 

o Not remaining 

frustrated and 

without hope 

 

 

o Being informed of 

more therapeutic 

alternatives that 

may work 

o Receiving help for 

keeping myself 

positive regarding 

the treatment 

+ 

“Nothing they 

give me 

makes me 

feel well, and 

that frustrates 

me” 

 

 

o Belonging in a friend 

group and share 

new experiences 

with them 

I use drugs 

o Having enough 

information/ 

education to identify 

the existence of 

usage at an early 

stage 

Low Medium High 

1 2 

I identify my 

symptoms 

o Being able to 

previously identify 

the symptoms that 

derive in an 

exacerbation and 

get professional 

support in an 

anticipated way 

o Being able to 

immediately speak 

with a healthcare 

professional to help 

me to know what to 

do the moment the 

symptoms appear 

o Being immediately  

informed by the 

person that I take 

care of that they are 

identifying 

symptoms 

Low Medium High 

+ 

I self-harm 

o Not self-harming 

myself 

o Having professional 

support to avoid 

self-harming 

(anticipated 

identification and 

performance of risk 

factors) 

o Being able to 

immediately speak 

with a healthcare 

professional to help 

me to know what to 

do the moment the 

changes of state 

appear 

o Having a service of 

immediate contact 

that gives 

instructions on what 

to do in case of 

detection of signals/ 

emergency 
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 061 

 SEM / Security 

corps 

 Shared clinical 

record 

 Team of general 

emergencies 

 Telephone of the 

healthcare team 

 Shared clinical 

record 

 Team of home 

hospitalization 

 General practitioner 

 Private psychologist 

or psychiatrist 

 School psychologist 

 Pharmaceutical 

 DNA  DNA 

 General practitioner 

 Private psychologist 

or psychiatrist 

 School psychologist 

 DNA 

 061  061 

 DNA 

 Shared clinical 

record 

 Team of psychiatric 

emergencies 
 DNA 

 Telephone number 

of the unit 

 Team of the 

subacute unit 

 Shared clinical 

record 

 Healthcare team 

 Shared clinical 

record 

 Healthcare team 

 Shared clinical 

record 

 Healthcare team 

 Shared clinical 

record 

 Team of the 

centre that does 

the follow-up 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Psychiatrist / 

psychologist 

 DNA 

 Healthcare team 

 061 / Telephone 

number of the 

service that does 

the follow-up of 

the person 

 Shared clinical 

record 

 Team of the  

psychiatry/ dual 

pathology unit 

 Shared clinical 

record 

 Psychiatrist / 

psychologist 

 DNA 

 Healthcare team 

 Shared clinical 

record 
 DNA 

 General practitioner 

 Private psychologist 

or psychiatrist 

 School psychologist 

 Emergency unit 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

INITIATIVES TO 

IMPROVE THE 

EXPERIENCE OF 

THE PERSON 

AND THE 

CAREGIVER 

 HE.1 Health 

education program 

in schizophrenia 

(for Security 

corps) 

 HC.1 Humanization 

of the continuum 

of care (protocol of 

performance and 

implication of a 

psychiatrist/ 

psychologist) 

 HC.4 

Interdisciplinary 

management of 

hospitalization 

 HE.1 Health 

education program 

in schizophrenia 

(for the Healthcare 

team of the 

general emergency 

unit) 

 HC.1 Humanization 

of the continuum 

of care (protocol of 

performance) 

 HC.4 

Interdisciplinary 

management of 

hospitalization 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 IPA.1 Awareness 

campaign on 

schizophrenia 

 HE.1 Health 

education program 

in schizophrenia 

 HE.2 Collaboration 

with community 

agents 

(associations) 

 PP.2 Early 

detection of 

symptoms in 

primary care and 

in schools 

 HE.1 Health 

education program 

in schizophrenia 

 PP.2 Early 

detection of 

symptoms in 

primary care and 

in schools 

 HC.1 Humanization 

of the continuum 

of care (contact / 

telephone 

specialised  in 

mental health to 

call warning that “I 

do not feel well”) 

 HC.1 Humanization 

of the continuum 

of care (contact / 

telephone 

specialised  in 

mental health to 

call warning that “I 

do not feel well”) 

 HC.1 Humanization 

of the continuum 

of care (protocol of 

performance) 

 HC.4 

Interdisciplinary 

management of 

hospitalization 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 HC.3 Humanization 

of hospitalization 

(expand 

permission to go 

home -of a day / a 

couple of days) 

 HC.3 Humanization 

of hospitalization 

 TI.4 Therapeutic 

alternatives 

 TI.5 Research 

agenda and 

participation of 

the patient 

 CIM.1 

Continuous 

tracking of 

patient status 

(monitoring) 

 PP.1 Automatic 

recognition of 

symptoms, relapse 

prediction and risk 

behaviour 

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 CIM.2 

Recommendation 

of activities – 

“mental health-

friendly entities” 

 PCS.2 Support 

networks for 

patients and 

caregivers 

 HE.1 Health 

education program 

in schizophrenia 

(aimed at patients 

and caregivers)  

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 TI.2 Support 

strategies aimed at 

caregivers  

 PCS.1 Expert 

patient and 

caregiver 

 PCS.2 Support 

networks for 

patients and 

caregivers 

 HE.1 Health 

education program 

in schizophrenia 

(aimed at patients 

and caregivers)  

 HE.1 Health 

education program 

in schizophrenia 

(aimed at patients 

and caregivers)  

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 TI.3 Therapy to 

delusional 

symptoms and 

emotional 

deregulation 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 TI.3 Therapy to 

delusional 

symptoms and 

emotional 

deregulation 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 HE.1 Health 

education program 

in schizophrenia 

(aimed at patients 

and caregivers)  

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 CIM.3 Plans and 

personalized 

accompaniment of 

healthy lifestyles 

 PCS.1 Expert 

patient and 

caregiver 

 

 HE.4 Valid 

information of the 

illness towards 

patients and 

caregivers 

 HE.6 Diagnosis 

and treatment 

communication 

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 PP.3 Digital 

phenotyping 

 TI.1 

Reinforcement of 

psychological 

support for the 

patient 

 TI.2 Support 

strategies aimed 

at caregivers  

 TI.3 Therapy to 

delusional 

symptoms and 

emotional 

deregulation 

 CIM.1 Continuous 

tracking of patient 

status 

(monitoring) 

 CIM.4 Telematic 

consultation 

 HC.1 

Humanization of 

the continuum of 

care (contact with 

a referent health 

professional) 

 PP.3 Digital 

phenotyping 

 HC.3 

Humanization of 

hospitalization 

 HE.1 Health 

education program 

in schizophrenia (for 

Security corps) 

 PP.1 Automatic 

recognition of 

symptoms, relapse 

prediction and risk 

behaviour 

 HC.1 Humanization 

of the continuum of 

care (protocol of 

performance for 

crisis and 

anticipated 

decisions in the 

shared clinical 

record, contact with 

the referring health  

professional) 

 PP.1 Automatic 

recognition of 

symptoms, relapse 

prediction and risk 

behaviour 

 HC.1 Humanization 

of the continuum 

of care (protocol of 

performance for 

crisis and 

anticipated 

decisions in the 

shared clinical 

record, contact 

with the referring 

health  

professional) 

 PCS.1 Expert 

patient 

 HES.4 Valid 

information of the 

illness towards 

patients and 

caregivers 

 HE.6 Diagnosis 

and treatment 

communication 

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 HC.2 

Personalization of 

the attention in the 

diagnosis phases 

 PCS.1 Expert 

patient and 

caregiver 

 TI.5 Research 

agenda and 

participation of 

the patient 

 CIM.1 

Continuous 

tracking of 

patient status 

(monitoring) 

 HE.3 Education 

programs 

regarding drug 

addictions and 

their relation with 

mental health 

 HE.5 Interventions 

to promote well-

being and 

resilience among 

teens and young 

adults  

 PP.1 Automatic 

recognition of 

symptoms, relapse 

prediction and risk 

behaviour 

 HC.1 Humanization 

of the continuum 

of care (protocol of 

performance for 

crisis and 

anticipated 

decisions in the 

shared clinical 

record, contact 

with the referring 

health  

professional) 

 PCS.1 Expert 

patient 

 HE.1 Health 

education program 

in schizophrenia (for 

Security corps) 

 PP.1 Automatic 

recognition of 

symptoms, relapse 

prediction and risk 

behaviour 

 HC.1 Humanization 

of the continuum of 

care (protocol of 

performance for 

crisis and 

anticipated 

decisions in the 

shared clinical 

record, contact with 

the referring health  

professional) 

 PCS.1 Expert patient 

Low Medium High 

+ 

MOMENTS OF 

THE 

EXPERIENCE 

3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 22 23 24 25 26 27 28 29 30 31 32 33 

 HE.1 Health 

education program 

in schizophrenia (for 

Security corps) 

 PP.1 Automatic 

recognition of 

symptoms, relapse 

prediction and risk 

behaviour 

 HC.1 Humanization 

of the continuum of 

care (protocol of 

performance for 

crisis and 

anticipated 

decisions in the 

shared clinical 

record, contact with 

the referring health  

professional) 

LEVERS 

BRAKES 

   

INDICATORS OF 

EXPERIENCE 

 Existence of 

specialised support 

services for people 

that use drugs 

 Low perception of 

the risk of 

substances use 

among Spanish 

youth (normalisation 

of its consumption) 

 Existence - in some 

healthcare regions - 

of an agitation 

protocol 

 Possibility to 

promote the 

person’s recovery  

in their natural 

environment 

 Existence of a team 

specialised in 

psychiatric 

emergencies 

 Availability of 

intermediate 

resources for the 

person’s recovery in 

the medium term 

 Disposition of teams 

highly specialised in 

the management of 

patients with 

persistent 

symptomatology 

 Possibility to follow-

up to discard or 

confirm the 

diagnosis 

 Existence of networks 

of caregivers and 

associations of mental 

health for patients 

with support services 

to look for 

occupational activities 

 Existence of tools 

and methodologies 

to identify risk 

factors/ patterns / 

symptoms/ signs 

that cause relapses 

 Existence of tools 

and methodologies 

to identify risk 

factors/ patterns that 

lead to behaviours 

of self-harm 

 Lack of training (in 

general) in the 

attention to people 

with psychiatric 

emergencies (SEM 

and Security corps) 

 Existence of 

isolated experiences 

of  home 

hospitalization 

(without an 

extensive coverage 

of population nor 

territory) 

 Overloaded 

healthcare services, 

most of the times 

 Perception of the 

hospitalization as an 

imprisonment with 

the 

depersonalisation of 

the hospitalized 

person 

 Reduced coverage 

of patients 

(especially in the 

non-urban 

surroundings) 

 Lack of occupational 

resources 

(recreational and 

labour) 

 Disinformation 

about the condition 

means that the 

diagnosis is often 

denied or not 

accepted. 

 Non-existence of 

sufficient resources 

to anticipate and 

prevent the relapses 

 Lack of sufficient 

resources to 

anticipate and 

prevent all the harm 

 Average level of 

knowledge on the 

disease (scale of 

stigma of 

schizophrenia) by 

the population 

 Percentage of 

patients who know 

where to go/ who to 

call in case of an 

emergency 

 Average satisfaction 

of the people and 

caregivers attended 

to with the attention 

received by SEM and 

the Security corps  

 Average level of 

information of SEM 

and Security corps 

professionals on 

schizophrenia 

 Average satisfaction 

of the patients and 

caregivers with the 

attention received in 

psychiatric 

emergencies 

 Average satisfaction 

of the hospitalized 

people and caregivers 

with the treatment 

received at home 

 Average evolution of 

the burden of the 

caregiver (at the time 

of the hospitalization 

and after 6 months) 

 Average satisfaction 

of the hospitalized 

people and 

caregivers with the 

treatment received 

at the hospitalization 

 Average 

satisfaction of the 

people and 

caregivers with the 

treatment received 

in outpatients care 

 Average satisfaction 

of the people and 

caregivers with the 

way the diagnosis is 

communicated 

 Average satisfaction 

of the patients with 

their living quality 

(scale of wellbeing 

and living quality).  

 Average level of the 

insight of the 

patients on the 

disorder 

 Percentage of 

patients that have in  

their clinical record 

anticipated wills 

 Average level of the 

insight of the 

patients on the 

disorder 

 Percentage of 

patients that have in  

their clinical record 

anticipated wills 

 Social stigma with 

regard to the 

hospitalization in 

mental care 

services 

 Average satisfaction 

of the patients and 

caregivers with the 

attention received in 

general emergencies 

and its results 

 Average level of 

information of the 

professionals of 

general emergencies 

on schizophrenia 

 Stigma by some 

professionals with 

regard to the mental 

illness  

 Existence - in some 

healthcare regions - 

of an agitation 

protocol 

 The patient, if he/ 

she knows what is 

happening to 

him/her, has the 

possibility of directly 

going to the 

psychiatric 

emergency unit (in 

urban surroundings) 

 Scarce information 

regarding the 

resources to 

activate in order to 

receive professional 

help 

 Existence of a wide 

range of therapeutic 

treatments with 

clinical effectiveness 

 Greater therapeutic 

option of 

pharmacological 

treatments with 

regard to other 

options of 

intervention 

 Average satisfaction 

of the people with 

regard to the clarity 

of the information 

received on their 

therapeutic 

guidelines 

 Existence of 

isolated experiences 

in the field of 

detection and early 

intervention 

 Lack of resources 

and information for 

the identification 

and prevention of 

risk factors (without 

an extensive 

coverage of the 

population nor of the 

territory) 

 Non-systematic 

process of 

identification and 

accompaniment by 

specialised 

professionals 

 Average level of 

knowledge on the 

disease (scale of 

stigma of 

schizophrenia) by 

the population 

 Average level of 

knowledge on the 

disease (scale of 

stigma of 

schizophrenia) by 

the population 

 Existence of 

informal support 

networks (family, 

friends) 

 Little training of 

caregivers and the 

surroundings to 

cope with a person 

with a psychotic 

episode 

 Little training of non 

specialised 

professionals on 

mental health 

 Percentage of 

caregivers who 

know where to go/ 

who to call in case 

of an emergency 

 The patient, if he/ 

she knows what  is 

happening to him, 

has the possibility of 

directly going to the 

psychiatric 

emergency unit (in 

urban surroundings)  

 Social stigma with 

regard to the 

person 

hospitalized in 

mental care 

services 

 Average satisfaction 

of the hospitalized 

people and 

caregivers with the 

treatment received at 

the hospitalization 

 Average evolution of 

the burden of the 

caregiver (at the time 

of the hospitalization 

and after 6 months) 

 Average satisfaction 

of the hospitalized 

people and 

caregivers with the 

temporary permit 

 Possibility of 

receiving a 

specialised 

treatment in a high 

security 

environment for the 

patient 

 Possibility to 

experience the 

return to their usual 

environment 

 Failure to accept 

alternative ways of 

administering the 

medication to avoid 

forgetting or 

discontinuing it (e.g. 

intramuscular)  

 Percentage of 

patients that leave 

the treatment for 

adverse effects 

 Percentage of 

patients that do not 

respond to the 

treatment 

 Existence of a wide 

range of therapeutic 

treatments with 

different adverse 

effects 

 No availability of 

pharmacological 

therapy without 

adverse effects 

 Existence of 

different options of 

treatment (different 

lines)  

 Existence of 

subgroup of patients 

without effective 

therapies 

 Existence of a wide 

range of therapeutic 

treatments with 

clinical effectiveness 

(pharmacological, 

psychological)  

 

 Average perception 

of the patients with 

regard to the need 

of taking the 

medication 

 Having a definitive 

diagnosis allows 

prescribing the most 

effective treatment 

option 

 The existing social 

stigma makes the 

diagnosis very 

traumatic in most 

cases. 

 Average satisfaction 

of the people and 

caregivers with the 

way and moment in 

which the diagnosis 

is communicated 

 Approach more 

focused on the 

importance of 

prevention and 

promotion of healthy 

lifestyles 

 Adverse effects of 

the medication and 

concomitant drugs 

use 

 In the majority of 

cases, existence of 

carer that helps with 

everyday activities 

 Little 

support/training to 

maintain/encourage 

daily activities 

 Focus on the 

patient-caregiver 

care, and emotional 

support from the 

healthcare services 

 Lack of support / 

training in the field 

of the management 

of conflicts 

 Lack of resources - 

Social stigma with 

regard to 

schizophrenia and 

to people with 

schizophrenia 

 Existence of 

outpatient services 

with occupational 

support programs 

 Lack of resources 

at a territorial level 

 Existence of networks 

of caregivers and 

associations of 

mental health for 

patients with support 

services to look for 

occupational activities 

 Average satisfaction 

of the patients with 

their living quality 

(scale of wellbeing 

and living quality).  

 Average satisfaction 

of the patients with 

their living quality 

(scale of wellbeing 

and living quality).  

 Average satisfaction 

of the caregivers with 

their living quality 

(scale of wellbeing 

and living quality).  

 Percentage of 

caregivers that have 

received or receive 

psychiatric/ 

psychological support 

 Average satisfaction 

of the patients with 

their living quality 

(scale of wellbeing 

and living quality).  

 Average satisfaction 

of the patients with 

their living quality 

(scale of wellbeing 

and living quality).  

 Existence of tools 

and methodologies 

to identify risk 

factors/ patterns that 

lead to behaviours 

of harm others 

 Lack of sufficient 

resources to 

anticipate and 

prevent all the harm 

to others 

 Existence of tools 

and methodologies 

to identify risk 

factors that lead to 

relapses of drugs 

use 

 Lack of sufficient 

resources to 

anticipate and 

prevent all the 

relapses into drug 

use 

 Existence of tools 

and methodologies 

to identify risk 

factors/ patterns that 

lead to behaviours of 

harm oneself or 

others or drugs use  

 Non-existence of 

sufficient resources 

to anticipate and 

prevent the relapses 

 Average level of the 

insight of the 

patients on the 

disorder 

 Percentage of 

patients that have in  

their clinical record 

anticipated wills 

 Average level of the 

insight of the 

patients on the 

disorder 

 Percentage of 

patients that have in  

their clinical record 

anticipated wills 

 Average level of the 

insight of the 

patients on the 

disorder 

 Percentage of 

patients that have in  

their clinical record 

anticipated wills 

 Healthcare team 

 061 / Telephone 

number of the 

service that does 

the follow-up of 

the person 

 Shared clinical 

record 

 Healthcare team 

 061 / Telephone 

number of the 

service that does 

the follow-up of 

the person 

 Shared clinical 

record 

 Healthcare team 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Shared clinical 

record 

Low Medium High Low Medium High Low Medium High 

“When I don’t 

feel well I go to 

the Day 

hospital”  

“We do not have support since they 

get home until the first outpatient 

visit, we do not know how to act in 

the day-to-day life" 

 

o Receiving 

personalized 

support adapted to 

my situation and 

take part in 

recreational 

activities 

o Having a frequent 

follow-up 

o Meeting with other 

people that have 

the same pathology 

(group therapy) 

o Meeting with other 

people that have the 

same pathology 

(group therapy) 

o Being occupied with 

activities that help 

my rehabilitation 

o Receiving 

personalized attention 

that helps me 

understand the 

treatment and the 

management of the 

illness 

o Having a direct 

contact (psychiatrist 

or other) 

o Guaranteeing the 

continuity of the 

professionals of 

follow-up (avoid the 

rotation) 

o Establishing a 

relationship of trust 

with the referent 

professional 

o Being visited as fast 

as possible 

 

o Being able to follow 

my treatment more 

frequently and with 

more specialisation 

that in other 

outpatient 

resources 

 

o Receiving up to date 

validated information 

of the steps to follow 

o Receiving empathic 

and personalized 

assistance by the 

follow-up team/ being 

in tune with the 

referent professional  

o Clearly knowing who 

the referent 

professional is and 

having a direct 

contact with them 

o Having psychological 

support that helps me 

manage the day-to-

day as a caregiver 

 

o Having programs 

adapted to the 

needs of the person 

that I take care of, in 

the therapeutic field, 

educational and 

recreational 

o Having programs 

adapted to the needs 

of the person that I 

take care of, that help 

them in his 

rehabilitation 

 PP.3 Digital 

phenotyping 

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 TI.2 Support 

strategies aimed at 

caregivers  

 TI.3 Therapy to 

delusional 

symptoms and 

emotional 

deregulation 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 CIM.4 Telematic 

consultation 

 HC.1 Humanization 

of the continuum of 

care (contact with a 

referent health 

professional) 

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 TI.2 Support 

strategies aimed at 

caregivers  

 TI.3 Therapy to 

delusional 

symptoms and 

emotional 

deregulation 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 CIM.4 Telematic 

consultation 

 HC.1 Humanization 

of the continuum of 

care (contact with a 

referent health 

professional) 

 HE.1 Health 

education program 

in schizophrenia 

 TI.1 Reinforcement 

of psychological 

support for the 

patient 

 TI.3 Therapy to 

delusional 

symptoms and 

emotional 

deregulation 

 CIM.1 Continuous 

tracking of patient 

status (monitoring) 

 CIM.3 Plans and 

personalized 

accompaniment of 

healthy lifestyles 

 Existence of a wide 

range of non-

pharmacological 

interventions 

 Reduced coverage 

of the resource 

throughout the 

territory  

 Existence of teams 

specialised at an 

ambulatory level 

(especially in urban 

surroundings)  

 Reduced coverage 

of specialised 

teams in the non-

urban surroundings  

 Existence of teams 

specialised at an 

outpatient level 

(especially in urban 

surroundings)  

 Reduced coverage 

of specialised teams 

in the non-urban 

surroundings  

 Average satisfaction 

of the people and 

caregivers with the 

treatment received 

in CSMA/ CSMIJ/ 

CAS/CSMiA 

 Average satisfaction 

of the people and 

caregivers with the 

treatment received 

in the day hospital 

 Average satisfaction 

of the people and 

caregivers with the 

treatment received 

in the rehabilitation 

service 

 
 

MOV 

* This Journey has been designed in accordance with the experience collected of the patients, carers and professionals of the healthcare area of the Hospital de la Santa Creu i Sant Pau (Barcelona), thus differences in the contents with regard to other areas of healthcare attention may be found 

Experience of the person with treatment-resistant 

schizophrenia 
Moment of truth Experience of caregiver Recurring episodes IPA - INFORMATION AND PUBLIC AWARENESS 

HE- HEALTH EDUCATION 

PP - PREDICTION AND PREVENTION 

TI - THERAPEUTIC INTERVENTIONS 

CIM- COMPREHENSIVE ILLNESS MANAGEMENT 

HC - HUMANIZATION OF CARE 

PCS- PEER AND COMMUNITY SUPPORT SEM: System of Medical Emergencies                CSMA: Centre of Mental Health of adults                CSMIJ: Centre of Mental Health of Children and Young people         CSMiA: Centre of Mental Health and Addictions               CAS: Centre of Attention and Follow-up of drug addictions                061: Telephone number for medical emergencies            DNA: Does Not Apply    Key: CATHEGORIES OF INITIATIVES 

 Team of the 

centre that does 

the follow-up 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Team of the 

centre that does 

the follow-up 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Team of the 

centre that does 

the follow-up 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Team of the 

centre that does 

the follow-up 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Team of the 

centre that does 

the follow-up 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Emergency unit 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Emergency unit 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Emergency unit 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 

 Emergency unit 

 061 / Telephone 

of the service that 

does the follow-up 

of the person 


