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The Results of Consultations with People with Psychosocial Disabilities on the Guidelines on Deinstitutionalisation, including in Emergency Situations
5 community mental health centres from the districts of Orhei, Florești, Sîngerei, Strășeni and Dondușeni were involved in consultations on the draft guidelines on deinstitutionalization.
The process of consultation on the draft guidelines on deinstitutionalization, including in emergency situations, was carried out by the means of focus groups organized at the level of each district, with the involvement of people with psychosocial disabilities. A total of 5 focus groups were held, with the participation of 20 people, aged between 16 and 68, both women and men.
Topics and issues discussed by focus groups:
1. What does deinstitutionalization mean to you? What is the role of deinstitutionalization in the life of an adult/child with disabilities?

2. Does deinstitutionalization influence on health/well-being? On decision-making? How? 

3. Do you think institutionalization is a form of protection or a violation of rights and discrimination?

4. What are the issues which impact on you?
5. What deinstitutionalization reforms are needed?

6. What should support services include? What additional support do you need?

7. How does the process of deinstitutionalization contribute to restoring dignity?

8. What should people with mental health problems know about deinstitutionalization?

9. What are the disadvantages of institutionalization?

10. What motivates you to provide support to people with disabilities?

11. In the event of emergencies (war, pandemic), should refugees, people with disabilities be institutionalized? What would help to involve them in activities?

12. What is the family’s role in deinstitutionalization?

- Deinstitutionalization is a friendly process for people with mental health problems. "There are institutionalized people who could be active in social life and could live in a community, but they are placed in an institution, because they do not have favourable living conditions, nor a good pension, or their relatives went abroad and therefore they are most often institutionalized”. 

- User attitude towards institutionalization: everyone stated that it is better to live independently at home, in the family, some said that hospitals should be closed (sharing unpleasant memories about hospitalization, when physical violence was applied on them by lower medical staff, right violation).

Deinstitutionalization is positive, because: 

· It protects people from stress and negative emotions;

· We all feel emotionally more comfortable at home;

· The patient recovers faster (physically, mentally) in his/her usual space;

· It is more beneficial for family members (I remember how much my parents suffered when I was in the hospital).
· The participants in focus groups mentioned that institutionalization would be necessary only in severe cases of exacerbation, when they become aggressive, have suicidal thoughts, but not under a closed regime.

· The conditions in hospitals should be improved, to make them similar to recovery centres, and the attitude of medical and non-medical staff towards people with mental health problems should change. (A user said there should be a chapel with a priest in the hospital. All stated that food in the hospital, hygiene conditions should be improved and hot water should be provided).
· The financial income is very low, it should cover the personal needs for: food, medicines, utilities, hygiene products, clothing. Most would like to travel.

· Providing free medicines, access to quality and new medication.

· Economic development should enhance to allow additional support for people with mental health problems. Institutionalization is not a solution. It harms the rights, causes degradation of institutionalized people. 
· The discrimination element should be removed by involving the support services. The participants stated that: it depends on people’s mentality, on the level of education, culture, values. People with mental health problems need affection, understanding by the others. Change should come from the society, they should be seen as people with equal rights, not as “sick.” (“It's hard for me to integrate, to talk to people, because I don't trust them, they are curious, they discriminate us”. “Having such a diagnosis affects me, I have problems in communicating with people”. “Even if we are sick, we must have the right to legal capacity”. “Education should be considered. I asked for social aid, but they refused, saying that I have everything in my house, with a very small pension)”.

· The participants mentioned it would be useful to create jobs for people with disabilities, including psychosocial ones. There should be areas provided with sports inventory (tennis table, chess, favourite occupations).

· The right to choose, decide for oneself, live independently. Most are deprived of it.
· Providing people with mental health problems with State housing, like a hostel, or paying the rent. Some people with mental health problems should be provided with a personal assistant, if necessary.
· Depending on the values people with disabilities have, the participants stated that “participation and integration in the community” is perceived and understood differently. A person can consider oneself integrated in the community, if he/she can go out to the gate and can talk to neighbours or villagers. For these people, communication and relationships with neighbours and community members mean participation and integration into the community. For others, “participation and integration into the community” means being an ordinary citizen, who has a household, a family and a job. It was stated that when a person with disabilities considers oneself unable to contribute to the community life, the State is obliged to offer him/her all the support for a better life.
· Providing family support - material support, training.

· Ensuring the right to legal capacity.

· Specific services for women and children with disabilities, taking into account their vulnerability and rights violation, violence, discrimination.

· The participants in focus groups are content that their opinion is taken into account, they feel like full-right society members.

· “I like the idea of deinstitutionalization, because it goes to the same direction with the development of humanity and technological, psycho-social progress”. So, more emphasis is placed on human needs.
· “I’m glad that today I heard much information about deinstitutionalization, what this term means and what benefits it brings me. I made a web search for this, but I couldn't find anything. The guidelines are very useful, they open a door for us”. 
· Through the guidelines, more people found out this information. If the process gets larger, the desired changes will occur.

· I like the idea of the guidelines, because they inform and protect people with disabilities. It would be good to implement them in practice for everyone to be aware of them. They bring safety and treatment with dignity to all people with disabilities. All issues in them are based on the respect for human rights.

· I think the guidelines give more clarity about the law, inform about the existent services and organizations I can turn to.
· Sometimes, we are discriminated in education, employment and the guidelines give us hope for the future.

· It would be very useful that patients in the hospital have already a discharge plan. When I was in the hospital, many patients did not have money for the trip home or even did not know where to go.

· In our opinion, international cooperation brings an exchange of experience, so that good things can be implemented in our country, too.

· Individualized services are something beneficial, because we are not seen as part of a mass, but as individuals with own needs. 
· Anyone with a disability who receives support from several services in the community could have an independent life. And that's what we, people with mental health problems, want. It is good that people from the community know this information. The guidelines give this possibility.

· We are against hospitalization with the police and handcuffing, because it causes stress to us and to family members.

· We are against binding the patient unnecessarily. 
· I was hospitalized several times. I was also admitted with the police and I felt like a criminal, when in fact I have mental health problems.

· In the future, it would be good for the emergency staff, the police to speak calmly and warmly instead of handcuffs and aggression in cases of hospitalization.

· It would be good to have in each district a nurse - psychologist, a police officer - psychologist with skills to calm down the patient in crisis situations.
· We want to be involved and informed about social projects and to have activities like today in the future, too.

· To have free medical services (intravenous, intramuscular injections at home) for people with disabilities in villages, communities.

· A book of complaints should be available in any institution (especially psychiatric ones) and access to it shall be provided.

· It is good to give written information in an accessible language to people in the hospital about all their rights and obligations.
· Even if it happens that we are hospitalized, we want hospital staff to be well trained on how to behave with us, how to communicate. We are human beings. It is good to have a neutral person who checks how patients are treated in order to improve their situation.

· The opinions of people with disabilities should be requested as often as possible in order to obtain good recommendations.

· They are always isolated and separated, as well as their family, with a label and stigmatized.

· They are hardly accepted in the society.
· Overcoming and solving the individual problems and self-care.

· The risk of delinquency, antisocial behaviour increases.
· Not to be discriminated against and aggressed by the police, but to be helped and informed.

· Awareness of the rights in order to be safe.

· Identifying people with disabilities and providing information according to their requests.
· To have opportunities to make choices about education.

· Involving children in various programmes to ensure their future.

· The right to choose and have support for oneself and the family.

· Acceptance in community activities.

· We agree to have such a mechanism implemented for us to provide support and guidance to people with disabilities who passed through institutionalization. They will feel safer and more informed about their rights and obligations.
· Another issue addressed concerns the access of people with mental health problems to community social services. None of the participants receives community social services, but some of them want to access the existing community social services at the district level. One participant stated that if his mother was hired as a personal assistant, he would not have been admitted to the psychiatric hospital in some cases, but she goes to work abroad, because they do not have financial resources to live on. Another older person said: “I would like to be a user of home social care service, because I find it difficult to cope with household activities, with cooking”.
· When asked about the monthly income, the participants mentioned that the prices have risen, they have no income sources and are on the brink of poverty. The monthly disability allowance is not enough to cover the expenditures. Lack of money is a big problem. The participants in the focus groups mentioned, as a general conclusion, that they would like to be supported by community social services and financial support from the State. In the Republic of Moldova, people with severe disabilities are provided such services, according to Government Decree no. 314 of 23 May 2012 on the approval of the Framework Regulations for the organization and operation of "Personal Assistance" Social Service and of the Minimum Quality Standards. 
Recommendations on the guidelines:

1. The guidelines should be more compact, with concrete examples, with a more attractive design (eg, like a booklet).

2. It would be good to specify a hotline in the guidelines for people with mental health problems to make complaints.

3. The responsibilities of deinstitutionalized people are not covered by these guidelines on deinstitutionalization.
