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Introduction

As we explained in an article published in this journal (Rienda et al., 2022), at the SASM Foundation 

we continue to make progress towards a paradigm of rights for people with mental health problems, so that 

the people we serve can exercise their rights as full citizens.

Doubts continue to arise about how to approach rehabilitation. At the SASM Foundation we focus on 

a more holistic and global intervention, in which the expert and protagonist is the person, and the context 

is the facilitator of the necessary support for decision making, self-determination and participation in the 

community.

And we still cannot forget about good praxis, based on facilitating care that promotes the exercise 

of the rights of people with mental health problems (Pérez and Eiroá, 2017) and that guides all the people 

involved in the recovery processes and society in general, since mental health involves all people in a daily 

way.

But all change entails a process of changes and uncertainties. And one of these changes is to incorporate 

in the teams of mental health professionals the figure of the expert patient with his or her own experience.

 https://fearp.es/revista/Revol191/mobile/index.html#p=44
 https://fearp.es/revista/Revol191/mobile/index.html#p=44
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Concept of an Expert by Experience

Peer support in mental health

The support between equals is fundamental for the recovery of people with Mental Health problems, 

since experiences, emotions and thoughts are shared. A peer, starting from his or her status as an expert in 

psychic suffering, can support another, to place him or herself in his or her contexts, facilitating the coping 

of phases of recovery in which previous experience is crucial (Casas et al., 2016). Among people with mental 

health problems, peer support can be useful for the detection of mental health problems, coping with the 

diagnosis, social coexistence with psychic suffering, hospitalization, and most especially in the process of 

social recovery. The information shared is more credible and meaningful for the person, being very useful, 

close, relevant and understandable. In a generalized way, peer support promotes a wellness model focused on 

strengths, capabilities and recovery. All definitions of peer support take as a central idea that people who have 

had or have similar experiences can best provide authentic empathy and validation (Mead and Mcnel, 2004). 

In peer support, reciprocity makes a difference. The role of the expert professional by experience would be 

classified in programs in mental health services, “in which the helping agent has a recognized role within the 

organization, meets a series of requirements and has received or is receiving treatment in mental health” (Casas 

et al., 2016).

Example: experience from the EMILIA Project

The EMILIA project (Empowerment of Mental Illness Service Users: Lifelong Learning, Integration 

and Action) is a project within the framework of the European Union that aims to improve the social inclusion 

of people with mental health problems based on the hypothesis that the training and knowledge that users 

have, by the mere fact of being users, can increase their chances of finding and keeping a job and improve their 

quality of life. In addition, it is intended that these trained users have a job within the network of mental health 

resources.

This project considers those affected by mental health problems in their own ailments and in the way 

they deal with them. They become trainers of other affected persons and also of the teams of professionals 

of the mental health care network, integrating themselves into the teams as one more expert (Palomer et al., 

2010).

The user as an expert and its implementation in the field of mental health.

Living with a chronic disease generates in the person suffering from it and his environment the need 

to learn to manage the disease itself and its consequences. And these needs make it necessary to develop skills. 

The figure of the expert user (and those closest to him or her), by the mere fact of being an expert, has useful 
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and valuable knowledge.

For example, while professionals have the ability to: make diagnoses, propose appropriate therapeutic 

options, assess the prognosis, study the origin... However, users have the capacity to: know the social 

circumstances surrounding mental health problems, the subjective experience of mental health, risk attitudes 

and values and preferences (Coulter, 2007).

The immediate consequence implies changing the approach to users, from a look focused on deficits 

and disability, to look at the resources and capabilities available to the person as the basis for recovery. This 

change implies a transformation in daily praxis: turning users into a party involved in the whole process of 

decision making about their rehabilitation, treatment and care received (Kavanagh, 2008). User involvement 

means more than just being involved in aspects related to their own treatment, as it aims to involve users in 

the research, training, evaluation and development of services. The concept of “user involvement” (Simpson 

and House, 2003) requires working as equals in their own care and in adapting services to their needs and 

preferences. This represents a shift in power dynamics in institutions.

There are different levels of client participation. At the first level of participation, interaction takes place 

among the users themselves and it is difficult to influence the services. An important role at this level is the 

defense of rights, especially with people with low empowerment.  For the WHO, “the key to empowerment is 

the elimination of formal and informal impediments, as well as the transformation of power relations between 

individuals, communities, services and governments” (WHO, 2010).

WHO considers “empowerment” to be an essential concept of health promotion. The Declaration of 

Alma-Ata and the Ottawa Charter for Health Promotion (WHO Regional Office for Europe, 2009) recognize 

its importance for prevention and health promotion. One of the six key points for action guidance in the 

European Strategy for the Prevention and Control of Noncommunicable Diseases (European Commission, 

2008) states that “people should be empowered to promote their own health, to interact with health services 

and to participate actively in disease management”.

At the individual level, empowerment is an important element of human development for the process 

of taking control and responsibility for actions aimed at achieving one's full capacity.

In the mental health context, empowerment refers to the degree of choice, influence and control that 

people who use mental health services can exercise over events in their lives.

The next level is a level of individual interaction between the user and the professional, where decisions 

about treatment are made, informing about the treatment plan, agreeing it and giving options about it, also 

informing about the diagnosis and with a plan of action in the event of a crisis. Although the lack of informed 
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consent in mental health is widely observed in daily clinical practice (Valverde and Inchauspe, 2014).

At a qualitatively different level is the interaction between users and resources. Among the roles to be 

developed by users we can highlight the training of teams of professionals, the selection of teams of professionals, 

the management and/or coordination of resources, the evaluation of services or the participation and creation 

of activities that promote recovery (Lynda and Lester, 2005).

An example of this level is the creation of committees formed by people with their own experience in 

mental health in 2009 (Salud Mental España, 2016). These committees are formed by people with mental health 

problems who actively participate in the life of their associations and who believe in the maxim “nothing about 

us without us”, on the basis that their own experience provides a fundamental point of view when analyzing 

and defending the rights of this group and their families.

Finally, users can be involved in the planning of services and health policies. In this type of decision 

making, it is more appropriate that the representatives of the users' groups act as interlocutors.

The Comité Pro Salud Mental en Primera Persona advises the governing bodies, develops proposals, 

proposes projects, establishes positions and gives a voice to people with mental disorders both for the 

organization and society in general (Salud Mental España, 2016).

In this regard, and as discussed in the article “Participation of users in public mental health policies: an 

integrative review” (Yoma, 2019), the scarcity of open access publications on this topic stands out. Regarding 

the content of the works, the persistence of prejudiced beliefs about the capacity of users to participate and the 

diversity of arguments used to relativize the convenience of this participation is surprising.

The mental health reform movements, referred to in most of the works considered here, allude to the 

importance of changing the place of users in mental health systems.

For users, participation is a great opportunity to reduce social exclusion through the exercise of valuable 

roles, the co-construction of a support network and giving meaning to their lives.

But participation encounters numerous obstacles (Lammers and Happell, 2003). Some difficulties are 

caused by the structure of the services themselves, others by the prejudices and fears of the professional teams, 

and others by the users' own circumstances (lack of motivation, fear of decompensation or distrust of the 

services).

Mutual support.

Mutual support arises from the Independent Living movement as a result of the struggle for the rights 

of people with disabilities, and has been transferred to other areas such as mental health. Let us remember 

that these movements have brought about a paradigm shift in models, which have gone from being essentially 
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biomedical to being based on empowerment, the promotion of human and civil rights, community living, 

improving the quality of life of users according to their life project and mutual support (Lobato,2018), a topic 

we will discuss below. These changes have led to the fact that people requiring mental health care are no longer 

considered as patients, but as users, so the services offered have been transformed to adapt to this new context 

and users have come to have a leading role in the first person when it comes to making decisions and choosing 

services/products that best suit their support needs.

Mutual support is based on the actual experience of mental health problems and plays an important 

role in recovery and also in promoting employment with a new figure such as that of mutual support agents. 

Evidence shows that this role can improve quality of life and help reduce convalescence for others requiring 

mental health care. In addition, the people themselves who work as peer support agents continue to strengthen 

their own recovery process (Davidson, 2006). The Peer to Peer methodology is intended to enable and train 

those who have overcome mental health problems to become agents of mutual support for those who are 

experiencing a similar situation.

Through the review analyzing 23 studies on peer support in the article: The effectiveness of peer 

support programs in mental health services: a systematic review and meta-analysis (White, 2020), it has been 

concluded that peer support in mental health services can have a positive impact in the psychosocial domain 

but little problem that improves in the clinical domain. 

Voices of an Expert by Experience

As told by 46-year-old Mikel Merino, married with a son and a daughter and diagnosed with severe 

mental disorder in 2000 (Merino, 2021), since October 2017 he has been working in AGIFES (Gipuzkoan 

Association of Relatives and People with Mental Health Problems) in the Mutual Support Program in Mental 

Health.

After receiving specific training (in his case a postgraduate degree in Collective Mental Health UOC 

and “Peer to Peer” Mutual Support training with the Association En Primera Persona de Andalucía), he acts 

supporting the recovery of other people trying to overcome situations similar to his own.

Mikel offers the person who comes to him a space of listening, understanding, empathy and hope. 

A non-judgmental listening, since he starts from his first-person experience, having gone through similar 

experiences. This model of care, based on the encounter between equals, focuses on the person instead of 

putting the focus on the diagnosis and/or symptoms, and the approach is fundamentally based on the belief 

that “people can experience significant improvement processes or even recover from mental health problems”.
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One of the pillars of this program is to favor empowerment and support the person so that he/she feels 

capable of leading his/her recovery, understanding recovery as the construction of a life project with meaning 

and satisfaction for people, defined by themselves, regardless of the evolution of their symptoms and problems.

In the interview with Iván Eliab Gómez-Aguilar (Ordorika and Gómez-Aguilar, 2021), he states that 

there are people who have lived violent experiences in mental health services and who have evolved justifying 

this type of malpractice. Comments such as “I was subjected, I was hospitalized against my will, but it was 

necessary because, at that time, I represented a danger to myself and to others”. They can be recognized as experts 

by experience, although it would be complicated for them to affirm themselves in this way, due to the lack of 

awareness of rights and opportunities to understand mental health beyond the asylum and pharmacological 

approach.

In this interview, the questions are posed as to whether experts by experience have the dimension of 

their experience of psychosocial disability and the political dimension, with an activist recognition. Gómez-

Aguilar responds that to speak of people with expertise by experience is to speak from a political category. 

Institutionalized people face great barriers that prevent them from participating; their diverse voices that defy 

rationality and coherence are not heard.

Vision from the SASM Foundation of an Expert by Experience

Since the beginning of this year, the SASM Foundation has incorporated the figure of an expert by 

experience. The main objective of this incorporation is to promote the right to participation, self-determination 

and empowerment of people with mental health problems who are users of the Foundation, minimizing or 

eliminating barriers that hinder this right, such as self-stigma and sociocultural stigma (prejudices, labels, 

paternalistic attitudes...).

To this end, we believe that the characteristics of the figure of an expert person with his or her own 

experience in terms of praxis lie in mutual support, understood as a system consisting of giving and receiving 

help based on the fundamental principles of respect, responsibility and agreement on what is useful. This 

support is based on the understanding of the other person's situation using empathy and starting from one's 

own emotional and psychological experience, from where people are able to support each other.

The validation and equality of roles can add a plus of credibility, authenticity and closeness in the 

relationship between the user and his/her environment.

For all these reasons, the performance of this praxis is taken into account, valued and intended:

1. Ability to listen and empathize, to promote the exchange of experiences in a climate of respect and 

trust.
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2. Self-care: to ensure one's own well-being and provide service in an efficient manner.

3. Self-knowledge: to identify one's own abilities, capacities and vulnerabilities.

4. Confidentiality: to defend a climate of intimacy and privacy in a bidirectional manner.

5. The use of communication: to create an effective and real relationship that allows us to acknowledge 

and reflect on emotions, feelings and experiences.

6. Linking link that allows the user to be integrated into the mental health team to contribute his or her 

previous experience to the development of daily practice.

7. Self-determination: the user is the active protagonist of his or her own experiences.

8. Participation: “Nothing from the user without the user”.

The main tasks to be performed by this figure are:

1. Model coping techniques and self-help strategies based on one's own previous experience.

2. Encourage the exchange of experiences and good practices through Mutual Support Groups or in 

individual spaces.

3. To assist the client in the articulation of goals for the therapeutic process.

4. Facilitate, using the different means of communication (team meetings, shift changes, incident 

notebook, etc.) the necessary information for an adequate intervention, empowering the vision of the user.

5. To act as a support figure in the monitoring of workshops, behaviors, objectives, etc. to participate in 

the development and review of PIR.

6. Perform necessary accompaniments for health and bureaucratic procedures, home visits, etc.

7. To ensure a coexistence based on respect among and towards all the people assisted.

8. Participate in the organization of events that promote the entity and promote awareness of the group 

of people with mental health problems.

9. To participate in the design of tools that facilitate the transformation of power relationships between 

users, professionals, communities and services, actively involving people with mental health problems.

The voice of the SASM Foundation's experts by experience

In the words of the expert with her own experience hired by the SASM Foundation, she comments 

that “I consider it important to include the figure of the expert in the first person within the mental health 

work teams. Although these multidisciplinary teams, covering all areas and needs of the person, have both 

theoretical and practical knowledge for the development of their work, their point of view is, so to speak, from 

a position of external observer. It is in this context that the role of the expert with his or her own experience 

becomes important, given that, although his or her theoretical and practical knowledge may be limited, his or 
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her first-person experiences allow him or her to empathize with and understand the users of mental health 

services in a way that would be difficult for other professionals to do”.

An example of what the expert comments with his or her own experience is that no matter how much 

experience a professional has, it is difficult for him or her to understand the nerves, fears and anxieties involved 

in a process such as judicial recapacitation, as a person with the experience of both incapacitation and judicial 

recapacitation can understand it.

Understanding incapacity as the limitation in the capacity to act, that is, limiting the exercise of rights 

and duties because the person is not capable of governing himself. With a judicial sentence the person's capacity 

to act can be graduated. This is to incapacitate the person for what the court sentence determines (Casal, 2010).

“On the other hand, I believe that by seeing the other users as equals, it allows establishing a type of 

relationship with different nuances from the rest of the professionals. For all these reasons, I think that the 

inclusion of this figure in professional teams is very appropriate insofar as it complements and adds value to 

the work of the rest of the professionals in the work team”.

Our voices at SASM Foundation

As Tania says, support among users is important for understanding each other, for the teams of 

professionals to understand us, for us to be able to make our own decisions. “We can't achieve our goals alone, 

we need professionals, family, friends, people close to us and people in the same situation as us.

I like to be close. Not surly or authoritarian. We are not children to be punished for bad behavior or 

to be rewarded with points to get reinforcements. We are adults, with the same criteria as everyone else. With 

fears, with emotions of joy and sadness, with worries.

It all starts because you feel strange. Something is not right. You feel an emptiness and discomfort and 

you feel different. And these circumstances are added to what the rest of the people carry in their backpack 

and that we have said before. And that discomfort takes up time and takes you away from reality. Your reality 

is different.

I feel empowered in being able to make my own decisions and in my autonomy. That empowerment 

starts the moment you start doing things for yourself and taking responsibility for my affairs. And empowerment 

is based on the opportunities that I have been given and every opportunity is a responsibility”.

An example of the figure of the expert in the first person has been his request for financial guardianship. 

Faced with the doubts that arose to make the request, she asked this figure of the SASM Foundation. She has 

helped her to solve her doubts and to be able to contextualize her request with a written document. To develop 

the document for the professionals involved. Technical and emotional support by telling her about her own 
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experience, putting on the table all the pros and cons of making the request. It has helped her to alleviate her 

fears and make an empowered decision.

“I'm considering being that figure myself, just like Laura. We need to continue in our process of 

learning and self-management. But we can be supportive of other people who are in our situation. In fact, in 

our resources we already do this work, we support each other when we are in a difficult moment”.

For his part, Salva comments that the figure of an expert with his own experience would watch over the 

rights of the users. It is like a retaining wall, a protection as well as a support. This figure in mental health teams 

can limit coercive practices. “I don't need any professional to tell me how to manage my money, but I do need 

someone to advise me or accompany me in my decisions”. In addition, she also explains that “if they treat me 

in a top-down way I don't listen. I don't listen. I get angry. But if the relationship is horizontal, I feel flattered 

and very satisfied. If it is vertical, I feel bad, conflicts arise and conclusions are not reached or it is usually that 

of the expert”.

For Laura, all parties are experts from their point of view and are not mutually exclusive. The professional 

has been trained and has studied, but the person with the diagnosis is the one who knows the most about him/

herself. The role of the professional should be more one of accompaniment in the process. I don't need anyone 

to look for a job, but I do need support at certain points in the process. For example, if that job can cause me 

more stress.

Laura also comments that it is important to have people with a diagnosis in the mental health teams 

because they contribute their experience and can give another vision in the interventions. They support 

everyone, both the users and the team of professionals.

“If I were in a moment of crisis again now, I would ask the person with my own experience, because of 

their role as an expert and because of their way of being. In previous episodes I have been given electroshocks. 

I have lost memory of the past and these are episodes that I don't want to relive”.

The three users of the SASM Foundation are unanimous in their opinion that “NOBODY rules over us”.

Research at FSASM

Since the beginning of the current year 2023, the SASM Foundation has hired an expert by experience. 

All this within the change of methodology based on two fundamental pillars: the human rights of people with 

disabilities and non-coercive practices.

The main objective of this incorporation is to promote the right to participation, self-determination 

and empowerment of people with mental health problems who are users of the Foundation, while minimizing 

or eliminating the barriers that hinder this right, such as self-stigma and sociocultural stigma.
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For this reason, we wanted to obtain more detailed information on how this change introduced in 

the work methodology is being perceived by means of two questionnaires of our own elaboration. The first 

questionnaire was addressed to the team of professionals of the SASM Foundation with 3 multiple-choice 

questions and 1 short question. The second questionnaire, for SASM Foundation users, consisted of 2 multiple-

choice questions and 1 short question.

Questionnaire

Results

Through the questionnaire elaborated for professionals of the SASM Foundation, the aim is to observe 

the importance of hiring the figure of an expert by experience, as well as the contribution of this figure to the 

team of professionals and to the users.

Based on this, the following hypotheses are put forward, which refer to the hiring of the expert person 

with his/her own experience:

1.- The team of professionals of the SASM Foundation considers the hiring of the figure of the expert person 

by experience.

100% of the people who responded to the questionnaire consider that it is important to incorporate the 

figure of the experienced professional expert in the team of professionals of the SASM Foundation.

The team of professionals of the SASM Foundation considers that the figure of the expert person by 

experience serves as a support to the users.

Also, 94.1% of SASM Foundation professionals who responded to the questionnaire, believe that the 

figure of the professional expert by experience serves as support for the rest of the users. The remaining 5.9% 

do not know or do not answer this question.

It can be seen that there is no response that considers that the figure of the expert person with his/her 

own experience does NOT serve as support for the users.

2.- The team of professionals of the SASM Foundation considers that the figure of the expert person with own 

experience DOES contribute to the team of professionals of the SASM Foundation.

100% of the people who responded to the questionnaire consider that the figure of the expert professional 

by experience DOES contribute to the team of professionals of the SASM Foundation.

The responses were distributed in the following percentages:

70.6% were of the opinion that the figure of the experienced expert professional brings his or her own 

experience.

58.8% responded that the figure of the experienced professional expert is a link with the users.
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Another 58.8% said that the figure of the experienced expert professional provides a different view of 

mental health problems.

Results

Through the questionnaire elaborated for the SASM Foundation users, the aim is to observe the 

importance of hiring the figure of an expert with own experience, as well as the contribution of this figure.

Based on this, the following hypotheses are put forward, which refer to the hiring of the expert person 

by experience:

1.- SASM Foundation users consider it important to hire the figure of an expert with their own 

experience.

90.9% of the users who responded to the questionnaire consider that it is important to incorporate the 

figure of a professional expert by experience into the team of professionals of the SASM Foundation.

A 9.1% responded that this incorporation is not important.

2.- SASM Foundation users consider that the figure of the expert with their own experience DOES 

contribute to the SASM Foundation.

2% of the people who responded to the questionnaire consider that the figure of the professional expert 

by experience does NOT contribute anything special to the SASM Foundation.

Those who consider that it DOES contribute to the SASM Foundation were distributed in the following 

percentages:

72.7% were of the opinion that the figure of the experienced professional expert contributes his or her 

own experience.

54.5% responded that the figure of the experienced expert professional is a link with the users.

Another 55.5% said that the figure of the experienced expert professional provides a different view of 

mental health problems.

Qualitative responses such as the following stand out in terms of personal opinion about the significance 

of the figure of the experienced expert professional:

“It means providing a new perspective on mental health problems, which, based on previous experience, 

is more likely to be empathetic, close, sensitive and free of prejudices and stigmas, and not conditioned by the 

power that training and professional praxis sometimes give, based on scientific assumptions but sometimes 

devoid of the personal and emotional charge that only experience can provide”.

“I find the figure of the expert professional very interesting as he/she can empathize or accompany in a 

different way than other professionals would.”
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