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1. Introduction: manifest equality, self determination and mental health care law

This manifest equality, self determination and mental health care law is made by Jolijn Santegoeds, in April 2008, to declare the view of Stichting Mind Rights on the new proposal for the Dutch Law on Mental health care, so to participate in establishing the new legislation on the use of coercion in health care. By this manifest it is easily to analyse which main points of view are used by Stichting Mind Rights. This manifest is mainly meant for policy makers and user advocacy, and is also available for anyone interested.

1.1
Motive: Evaluation of the law BOPZ and recommendations

The reason for making this manifest is my personal participation on the official focus group at the ministry of Justice (together with the ministry of Health) on the proposed redesign of the laws on coercive treatment in mental health care. In 2006 the official evaluation was completed with 8 sub reports forming the official overall report “preceding insights..” , in which several recommendations are defined. The previous law (BOPZ) appeared to be “not persistent for the future” . Based on that conclusion a new design for the mental health care law is made recently.

The point of view of Stichting Mind Rights on coercion and legislation is defined in this report.

1.2
Background information: Stichting Mind Rights

The reason for my involvement in the focus group is the demand for a view from the user perspective as experience expert, and based on that, I, Jolijn Santegoeds, was asked to participate in the focus group on the new legislation on involuntary care, as experience expert.
Based on my personal experiences and contact with partners in distress, I have initiated Actiegroep Tekeer tegen de isoleer! (activist group Protest against exclusion!) in 2003. We protest against the use of isolation cells and coercion in mental health care. Our target is to make the community aware of the effects of coercion in health care, because coercion and isolation cells in mental health care are, according to us, a big mistake. Coercion has got nothing to do with psychic wellbeing, but it is a bid out of weakness, due to powerlessness. We plead for care which has the person centralized, with respect for the perception and wellbeing. (see also Chapter 2, Fundamentals of Stichting Mind Rights)

Our actions and activities are mainly consisting of giving information and guidance, by protest demonstrations, discussions with professionals, leaflets and petitions, participating at policy meetings and by discussions, conferences, the internet and other networks or media for the exchange of information. Also we are actively sharing thoughts on alternatives for coercion.
In November 2006 we have initiated our official foundation Stichting Mind Rights for further professionalization of our initiative against coercion. Since several years we are more and more actively present at various policy levels (specialist meetings, regional and national governments).

1.3
View on the new Proposal of the Dutch Mental Health Care Act 

A short study on the points of view resulted in the following perception: For users there are not much changes in the new proposal of the Dutch mental health care act, compared to the previous law BOPZ. The same original views are present (the use of coercion is based on the criteria of risk or danger). The only real changes are the new definitions of the procedure on the practice.

The two major changes are: the advice on involuntary care is done by a regional specialized commission on care and a regular judge, instead of a doctor on duty and a regular judge, and an extension of the range of coercive matters is proposed.

1.4
Text guide

This report will explore the point of view and arguments of Stichting Mind Rights on legislation on the use of coercion in mental health care.

Care is about users, so first the fundamental view of stichting Mind Rights will be described, with a view on coercion from the user perspective in Chapter 2.

Then in Chapter 3 fundamental values will be explored by using the recent UN Convention on the rights of persons with disabilities.  

In Chapter 4 will be given an overview on the practices of providing mental health care in 2008. 

And in Chapter 5 and 6 conclusions and recommendations on the new proposal for the mental health care law will follow.

Eventually an Epilogue “Care is compassion” is attached on the legislation on coercion in mental health care.

I wish you a lot of inspiration!

2 Fundamentals of Stichting Mind Rights: Confinement is no care!
Initiation of Stichting Mind Rights
Due to personal negative experiences with coercion and isolation cells in mental health care, the initiatives Actiegroep Tekeer tegen de isoleer! (2003) and Stichting Mind Rights (2006) have arisen.

Experiences with coercion

Coercion in mental health care – such as coercive admission, isolation cells, coercive medication, fixation and strip search – have not increased my wellbeing. On contrary, coercion has made my situation miserable for years. 

I was put in an isolation cells, because I was a danger to myself, due to heavy self mutilation and suicide attempts, and there was no time to look after me 24 hours a day, so I was secluded for “my own best interest and protection”. That was done with coercion and force: wrestling, overruled with violence and dragged to the seclusion cell, being undressed by a full team, checking all of my body, with a rubber glove in my vagina, being pushed against the floor, a needle in my back, being rolled in a blanket, people on top of me, being tied on an iron bed, yelling but they are not coming anymore, a stupid garbage-bag-like dress (anti tearing dress), no glasses (-10) , no discussion possible, so lonely and lost..the walls.. the hardness and sternness.
I could not comprehend. I was a 16-year old girl with an identity crisis. I was cconsidering suicide, but I wasn’t criminally? How could people do this? What were they thinking when they locked me up? I was feeling terrible, and the fear, panic and powerlessness were increasing, and also my resistance against the “care” was growing. I was harming myself horribly, because I had “no life left”. I was only physically alive. 

In the seclusion cell I felt abandoned, unwanted and humiliated and therefore my depressed thoughts were increasing instead of decreasing. I still wanted to disappear (even more than before). I did not trust the carers, because I did not understand them. To what use were their advices? I really did not wanted to become like them. So I kept distance and I was not allowing them to enter my inner world, because they treated me very bad (seclusion, fixation, strip search). I was also given coercive medication, by which I felt very poisoned, because I did not wanted a “chemical fake feeling”. I clung onto my resistance, because that truly was my own (running away, self mutilation, acting out). Then I was secluded for months and months continuously (seclusion policy). My self mutilation and suicide attempts only grew worse (resistance and despair).
I could not see a way out. What I said was not listened to, and I felt really very bad. I was alone in the cell for months, together with my suicidal thoughts, sometimes naked or strapped, and again and again I got injections (because there was no time for me). They were calling me annoying, a burden, untreatable, non-cooperative etc. 
On the lowest point there was no contact anymore at all. When I accidentally cut my Achilles tendon right before the eyes of the nurses, they did not believe the symptoms (“such symptoms could not exist, it was exaggeration”). They wanted me to admit that I could walk if I tried, and that it was “between my ears”. But I did not admit, because that was not true. I had to wait for about 2 weeks before I could go to a hospital where I had surgery. (the mental health ward was closed after this).

That there are alternatives became clear after this.

Due to the closing of this second ward where I was admitted (related to the inhumane policy they used on me and apparently had been noticed finally) I was transferred to another psychiatric hospital. There I came on an ward for Intensive Treatment, where I was received as a human being. I was allowed to make my own choices. There was no useless scheduling, only useful things were planned, like food and finances. And the feelings came back in my life, due to the human approach of the carers of the Intensive Treatment ward. I was given some freedom (I could just go outside sometimes) and there were, like other places, possibilities for music and creativity, but these were not forced. They respected that every individual is different and one wants to fulfil life in his or her own way. At the intensicve ward was a lot more personnel, giving a lot of extra possibilities. I was allowed to go to a movie once, not with a group, but just with 2. That was very good!. After being excluded for over 2 years it was very special to enter a cinema “normally” like a “normal” 18-year old and to experience how life goes in the real society. I was thinking all of a sudden: maybe I can find a way back to the community. And that is how I discovede a new way out. I could enjoy more and more, and I had gotten hope again, and eventually it all ended fine.

View of Stichting Mind Rights: Coercion is no part of care.

Coercion means literally: to overrule ones opinion, to force.

The use of coercion starts with an unsolved difference in opinions, in the case without agreement still decisions and actions are carried out, leading to a result where one of the parties gets the worst of it. To force someone means there is a lack of moral convincing power and the perception of the other is regarded as subordinated, while this person has expressed an opinion and has got equal rights.

The perception and expression of users with psychic and social problems is often not taken seriously, and is referred as “symptoms related to an illness”. By using coercion, personal objections are regarded as inferior and there is a violation of personal boundaries. Coercion leads to extremely bad feelings and resistance on the side of the subordinated person. Feelings which are noticeably ignored by the carers. But persons without consent don’t exist. Even babies who can’t speak yet have a will, and show what they feel by crying or laughing.

Mental health care has got the core task to improve the quality of life, by improving the mental health and autonomy of the person. Welbeing is “feeling good, having a nice life”, which is very personal.

Coercion is the opposite of care, because it is disgracing and traumatizing and it can lead to (new) serious psychic problems and even worsen the situation. Of course that is not the target of mental health care. The remedy is worse than the issue.

Coercion is no care, but a barbarous solution for an organizational problem, which is a lack of skilled personnel and the “inability to provide 24 hour support”, leading to an early ending of discussion and negotiations and a violation of the right to self determination to keep order and quiet. This is done under a cover of “necessary care for wellbeing” or involuntary care, which consists of various repressive forms, but eventually has the cause to relieve the workload of the involved carers.

The use of coercion is at right angles to the target of care. If someone is having a crisis, it is much more useful to learn the person how he or she could handle his or her emotions.  
Coercion is not a professional intervention, but it is amateuristic (like a banishment). In developing countries patients are tied to a tree or they are put in a coal shed for years. There appears to be a lack of hope and very little confidence in this group of people. Care is the art of signalizing problems and overcome those by giving a right response. Contact and trust are essential in mental health care to give worth to personal advices. Coercion only increases the distance between the parties, while mutual recognition and identification with another is necessary to establish trust. When there is trust, communication and cooperation is possible, and a suitable personally oriented solution can be found with joined efforts, and acceptable for all stakeholders. Mental health care is to hand out to and negotiate for possibilities for solutions to improve the quality of life for persons with mental health problems. And mental health care comprises establishing the integration of persons with mental health problems: to “live together”.
Coercion does not belong in mental health care, because coercion has got nothing to do with increasing wellbeing. Punishment is punishment, and care is care. 

Target of stichting Mind Rights: abolishment of coercion and attention for the human being
The target of our activities is to start the discusiion about coercion in mental health care, and to plea for changes on behalf of a humane, isolation cell free, and coercion free mental health care, which has got the human being centralized as a social being.
We plea for a care which consists of: passing possibilities for solutions, development and living together; which are searched and found by equal dialogue; based on contact and trus, equal rights, chances and equivalence, possibilities and respect for people with different beliefs; so all people can be themselves and still there is a harmonious society.

· we want mental health care to work user oriented, so one really gets better by it, because wellbeing is a personal value.

· There should be listened to the users seriously, so personal perceptions on wellbeing get known and the range of care can better suit the person (and traumatizing by disgracing interventions is stopped)

· Wellbeing can not be compelled, and a bond of trust is essential for support and advice. Coercion in mental health care should be prohibited.

· Instead of coercive matters in mental health care, there should be more and better possibilities passed to deal with emotions.

What is needed, is a shift from order-controlling to attention for the person. So we plead for care which has the people centralized, and not the houserules. Care in which persons with needs get the support they deserve and have right to.

Coercion does not fit in mental health care, it is contrary to the target of care and should be forbidden.

Realization

Now some good developments have started where the shift from control to animation is shaped. The use of coercion in mental health care is again an actual topic of discussion, and several initiative (such as project Coercion and Urge) show that practices can be changed (see chapter 4 practice of care in 2008) 

Chapter 3 – UN Convention on the rights of persons with disabilities
Chapter 4 -  Practice of care in 2008

Chapter 5 – Conclusions

Chapter 6 – recommendations

Epilogue : Care is compassion
A new law on mental health care :
more care

The law BOPZ is being adjusted because, both in the streets as in clinical psychiatry, there is a need to stop the neglect and a need to provide people with care: not to force them to admission and make them disappear from the society, but the provide them with effective care, if need be involuntary.

View of Stichting Mind Rights: coercion does not fit in mental health care

Stichting Mind Rights claims that the principle of coercion and involuntariness is incompatible with the targets of care. Coercion is traumatizing and has an inverted effect on the autonomy, development and wellbeing of a person. Care is attention, compassion and support and has as target to improve the quality of life, development and growth of the person. It is acknowledged that users are centralized in care. Coercion can not be a part of care, because punishment is punishment, and care is care.
UN convention: Equal rights for all

The newest human right convention on the rights of persons with disabilities prohibits power imbalances regarding to persons with problems and disabilities and it explicitly describes the right to self determination, the right to physical and mental integrity, the rigt to full informed consent, and freedom from cruel and inhume treatment.

Realization: limiting aspects of surroundings

Maybe it is – now- not yet realistic to assume that carers and users, with some good intentions, always will agree. Maybe there will always be a kind of tensions around the persons with mental problems: the main cause of any admission is never the “illness” or “problems” on itself, but also the tolerance of the surroundings. When the surrounding can not handle it anymore, there is a threat of admission and coercion.
Practice: A too early solution

Unless carers first establish a relation with the stakeholders, coercion and firm repression are threats. A forced intervention is generally meant well (“for one’s best interest”), but in practice consists of marginalized care with little time and efforts for negotiation, and often close to fighting annoyances. Out of my own experience sources it appears that for example a crisis team has only one hour average for approaching and making overtures to a person in a crisis, where carers often wish to proceed to concrete intervention to end the impasse or crisis, if need be voluntary or involuntary… In these cases there is perforce too little of attention for the person and his/her will, which is closely related to “the objected productivity capacity” of e.g. the crisis service. In the clinical mental health care there is a similar discrepancy between the mission of care on the one hand, and the limited contact time with users on the other hand.
Alternative: relating

There are a lot of initiatives for reducing the use of coercion. Al these initiatives put an emphasis on social relations, nearness, involvement, contact and trust and true negotiation, where the will and wish of the user is centralized in the social process of care on demand. This asks for bigger efforts, more time and attention than the previously regular way of fighting a crisis.

Good practice 1 : Intensive care and High Care in the community

The model of ACT (Assertive Community Treatment and “meddle-care”) is an ambitious development based on the prevention of crisis situations, mainly at the community level. ACT is based on the approach by the method of “presence” and I – as a first step- menat for people with long term complex problems (such as homeless with psychiatric problems and in contact with justice). The point of view is: “If the mountain does not come to Mohammed, then Mohammed should go to the mountain”.
The concept of ACT is shaped by a multidisciplinary and deinstitutionalized operating crisis team, which is available 7 days a week, 24 hours a day, and can provide support in crisis situations without any restriction in time. In this way there can be continuity in handling the crisis and also in the user-carer relation, because the crisis team starts a long term commitment with the client (similar to case-management) and a care process is started, where trust, satisfaction and cooperation is prior. For signalizing problems attitude is regarded as of equal importance as knowledge and skills.

This approach of seducing to care, the following of a user and building up a relation has very good results, because in many cases more cooperation and a better understanding of each other is achieved, leading to a better personal care, and on the other hand also more acceptance of care by the user, once is proven that care really has positive advantages (such as a welfare-income, a home etc.). In some cases sometimes an involuntary measure is performed, but it is obviously less than before.
Good practice 2 : Intensive care and high care in clinical mental health care

Also in clinical mental health care a lot of initiatives have intensive support and contact between carer, user and surroundings centralized. “A sick person can’t be left alone”. The maintenance of contact is also centralized in crisis interventions in clinical care and also adequate quality criteria are being defined by several professionals.

Concretising: obligation to offer High Care as a first step in a crisis

According to the same principle of High Care and intensive care, in a crisis in the community an intensive crisis support should be the first step, because the integral approach with respect for the bond of trust appears to be effective.

A High Care- obligation in cases of an (upcoming) crisis can be shaped as a authorization of intensive demand oriented meddle care or home care, enabling possibilities for using a crisis team as long as necessary IN a crisis situation. By an approach at the location the crisis team can also, at the same time, support the surroundings and negotiate in advocacy, because a crisis is also partly depending on the tolerance of the surroundings. In the High Care approach the relation of trust with the user has priority above the regular interventions, such as administration of drugs.
By establishing intensive crisis support and mental health care in the community there will also come – gradually- more habituation, acceptance, understanding and peace to arise in regard of mental wellbeing and recovery of mental problems (deinstitutionalization and inclusion). And besides that, this nearness approach gives also more possibilities for prevention (early detection and eliminating sources) where mental health care will fulfill a network position in the community. 

Conclusion: High Care as new fist step in conflict situations

It is important to start this change, to reach ideals. The idea; ‘abolishing mental health care’ asks for alternatives. The proposed concept for the Dutch mental health care act was not providing in any fundamental alternatives, while these are obviously there.

The problem of neglect and “admission without care” asks for a creative solution. It has appeared that communication is more evidence based than coercion. Coercion is a last resort, so prevention and communication deserve a chance.

In practice there is a barrier in carrying out intensive interventions, such as a long individual contact time. An important limiting factor in establishing quality of care in the neoliberal society in 2008 are the costs of preventive, proactive care (before hardly a core task of mental health care)

A legal High Care offer obligation for carers should be a suitable possibility to go there where a crisis arises, to choose a careful approach and help preventive and proactively by being near, and not to act disrupting, but to win trust and seduce someone to have a conversation and to make use of care. With a warm approach in a lot of cases the ice can be broken. Such a legal High Care legislation could arrange the costs of intensive care.
Maybe there will rise so much confidence in mental health care, that coercion will be superfluous. It is worth to try.

At last a citation of a nurse: “Some people are more vulnerable than others. These persons deserve our compassion.”

She is really right.

Care is compassion.

