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A. FOREWORD

As a National Consumer Office (NCO) under the South African Federation of Mental Health (SAFMH) we as the (NCO) have the same a firm belief as the former South African Schizophrenia Foundation (SASF) that great benefit can be achieved from the establishment of self-help groups and forums on international, national, provincial and local levels and representivity on all bodies concerning our interests. 
Ideally the groups should offer separate opportunities for both individual service users and family requirements. However there are specific requirements for each group which is explained in more detail on the following page.

Whilst ongoing research is improving the efficacy of medication, and reducing the side-effects of the drugs, consideration must be given to other areas of advancement with regard to the treatment of individuals with schizophrenia, bipolar and associated disorders.  

Therapy, in various forms, is able to provide guidelines within which goal setting can be achieved and motivation stimulated to the extend of an improvement in the quality of life. The Phoenix Project has been developed by service users for service users in this regard and is assisted by the family and mental heath care workers.

We trust that you will use this outline for the benefit of the individual and families affected by the illness, and ask that any issues that you feel you are unable to manage; you will refer to the Foundation for answers.  Our counselors are able to assist with information.

This Guideline must be credited to the former Director of the Schizophrenia Foundation of South Africa (SFSA), Brenda Brett and Mr. Roderick Stirling.

I must also credit those organizations such as the World Fellowship for Schizophrenia (New Zealand) and Allied Disorders and by Margaret Leggat from Orygen Youth Health (Australia).
They all contributed and assist me to complete this guideline. Completed by Mr. Jarret H. Clark (former volunteer at the SFSA and now promoting the NCO under the SAFMH), dated 21 August 2006.

B. ALL YOU NEED TO KNOW ABOUT SELF HELP GROUPS
(i) THE RELATIONSHIP BETWEEN THE NATIONAL CONSUMER OFFICE (NCO) UNDER THE AUSPICES OF THE SOUTH AFRICA FEDERATION OF MENTAL HEALTH (SAFMH) AND YOUR GROUP

The National Consumer Office (NCO) is committed to the principles and practice of empowerment for all of its members. It encourages as much autonomy and self-determination as possible. People running their own affairs and being the experts of their own lives is at the very heart of self-help groups and initiatives, so the NCO has no wish to issue top-down instructions on how things that must be done.
Some of this documents’ content were adjusted from the “World Fellowship for Schizophrenia and Allied Disorders (New Zealand) and from Margaret Leggat from Orygen Youth Health (Australia).” notes for South African needs, Pan African needs and hopefully serve some international needs for all mental health consumers and their supporters too.
(ii) WHAT YOUR SUPPORT GROUP CAN EXPECT FROM THE NCO
· Advice and support from the representative at the time of setting up your group and throughout the continuing existence of the group.

· Help to facilitate training for self-help group leaders and facilitators as part of the Phoenix Project of the NCO through networking with other professional organizations with expertise, mentorship guidance and training facilities in the particular your group’s area.

· Access to this guideline and supporting material, containing information on all aspects of the running of a group.

· Publicity materials

· Promotional and joint fundraising materials (products, services, brochures, videos, tapes etc.) which can form the basis of the group’s own information resource and funding.

· Assist with support and self-help groups with research projects and workshops.

· Access to regional networking with other Support Groups and supporting organizations.

· Regular receipt of the NCO newsletter “Straight Talk”
(iii) WHAT THE NCO EXPECTS FROM YOUR GROUP

· That the group works within the guidelines and values of the NCO
· That the group observes the principles and practice guidelines set out in the Group’s Values Statement.
· That the group will stay in regular contact with the NCO’s representative and office, making use of regional networking (where appropriate) and support regular issues of the NCO’s newsletter. It is important that support and self-help groups forward monthly reports as completed minutes or reporting letters, which will not only inform the NCO but also may be used to be published in the NCO’s newsletter.
(iv) THE ROLE OF GROUPS IN THIS COUNTRY

What a group CAN and CANNOT do for the family member and service user

It is important to understand what a group can and cannot do. As the name implies, that help comes from yourself and then the group rather than from a professional relationship between you may be use to from a licensed treatment specialist. The expertise called upon in the self-help process comes from member’s personal experiences or from family members with schizophrenia, bipolar and associated disorders and the wisdom gained from overcoming some of the challenges from recovery, rather than from indirect professional training.

With the Phoenix Project the personal experience is married to those of the professional mental health care providers assisting the service user group in assist in their own psychosocial rehabilitation and socio-economic upliftment of members. Therefor will a limited and basic course of training be needed to first facilitate the self-help group.

Self-help groups and professionally run treatment groups share similarities such as a common focus, group support, praising member’s accomplishments, and sharing information about the disorder. That’s about where the similarities end. The Phoenix Project is a bridge between this gap as it assist professionals and still maintain it self as a self help group.

Self-help group efforts have had impressive results in helping sufferers and their family members reach recovery and better conditions. However, attending a group is not a substitute for obtaining competent, professional treatment for either yourself or your family member with schizophrenia, bipolar and associated disorders.

In a nutshell, professional treatment at a public or private facility will provide treatment options not available through a self-help group (such as medication where appropriate, cognitive training and counseling). The Phoenix Project aims to inter-act between the needs of both group members and professional advising bodies from within a service users’ perspective.

Furthermore, in using reputable professional services, one can usually be assured of a certain level of competence. Many people affected by schizophrenia and associated disorders are not ready to participate in a self-help group until treatment has helped them reach a critical stage in their recovery. An ideal approach to recovery from schizophrenia, bipolar and associated disorders, is to first seek professional diagnosis and treatment, with participation in a self-help group such as the family and Phoenix Project service user groups as a very useful adjunct as an aftercare plan.

With the Phoenix Project and family support groups we realise that not every individual has the resources to pay for treatment, however, and in many areas of the country, no specialists are available. If that’s the case for you, do not despair or give up; just decide that you’re going to work very hard at your own ‘recovery’ through the distant self-help group assistance which is ethically bound to international standards and available to you. 

A final word about therapy versus self-help: be very careful not to play the role of “therapist” which is different to that of assistance which will rather listen and guide you to the appropriate specialist. Some self-help group leaders inadvertently take on this role and it is not good for the group.
Beware some people end up being emotionally dependent on someone not qualified to deal with their needs. Furthermore, it can stand in the way of someone seeking necessary professional help, because he or she is so dependent on the leader and thinks help from the leader, member or a friend is essential cost-free therapy.

The Phoenix Project must adhere to international standards with its psycho-social rehabilitation assistance and socio-economic upliftment work as a self help group provider with interaction with professional mental health care, as members with professional needs are referred to the necessary professionals. Yet their therapy (homework or self tasks) of these professionals is assisted under the individualized and voluntary self help project which is guided by the groups’ facilitators. These facilitators need to be identified, monitored and received the necessary ongoing training from the professional mental health care multi disciplinary team in their area.

(v) SELF HELP GROUP VALUES STATEMENT

The following reflects the NCO’s core values – each group may want to write its own version and must consider the guiding laws and policies they may fall under.

Confidentiality

It is essential that confidentiality be respected at all times. This means that anything personal disclosed and shared in a group should not be discussed with people outside of the group. Group facilitators and organisers need to ensure that group members have a common understanding of confidentiality and are all observing the same principles and practice.

Equal Opportunities

The group should be open to all people who have a mental health experienced, or are experiencing one, or have similar needs, regardless of race, colour, gender, sexual orientation, disability, age or any other indicators of difference.

Respect

In order for a group to function and be productive, its members must observe basic principles of respect,

This means a non-judgmental attitude toward individuals and their beliefs. It also means that each member of the group is required to observe the specific set of constitution and ground rules (written and/or verbal), which each group must establish for itself. The fundamentals of these should be concerned with behaviour within the group: essentially that an individual is running counter to the group if they-:

· Seek to dominate the group

· Aggressively promote one own set of beliefs

· Refuse (or are unable) to listen to others and make room for other members experiences
Other Rights of the Individual Within the Group Include…

The right to privacy and respect for personal space

The right to feel safe and participate freely

The right to freedom from discrimination and harassment.

The right to support and information

The right to have views and beliefs heard and respected

The right to a culturally sensitive environment with access to interpreters

The right to involvement in planning, development and decision-making

See Appendix III for a more concise list of human rights.

(vi) CHARACTERISTICS COMMON TO SUCCESSFUL GROUPS

There are many different styles of running a self-help group, but there is a common thread of shared characteristics:

· All members share a common problem – this creates an atmosphere of empathy and understanding.

· The group promotes an approach to recovery
· Usually members talk face-to-face.
· Each member of the group accepts some responsibility for keeping the group going. The most skillful leaders and facilitators are those who draw others out, enabling them to participate in the discussion and make a personal contribution to the group support process.

· The group is strictly peer led, but can be assisted by the professional mental health multi disciplinary team and other experts from the community. This reflects the effectiveness of the group, which is enhanced when members feel empowered to take responsibility for the group’s viability themselves, and the fellowship of those who share a common problem, which is best promoted when members are providing leadership.

· Members take the steps needed to achieve recovery based on encouragement from other members who have successfully tackled similar problems.

· Bureaucracy and fundraising are kept to a minimum so that energy is directed where it is needed most – to the interaction between members their projects and research.

· Fees are low or non-existent. But the group should be financial stable in respect of the venue, projects, research and tea club.

· The self-help support group does not attempt to replace, upstage, or replicate professional treatment.

· Confidentiality is protected meticulously.

· Most self-help groups are informal, and members can come and go according to their needs. An “open door’ policy makes it quite simple for people to join and leave the group.

· Information about the problem or disorder is shared among members. This may occur simply by word of mouth or may be part of an extensive educational effort.

(vii) ISSUES TO KEEP IN MIND

· It is important to remember that all groups tend to wax and wane in terms of attendance and activity. Always keep this in mind so that you don’t become discouraged too easily during the holidays and summertime, when people turn their attention to other things.

· As long-time leaders lose interest, find other activities, or change their life situations, new leaders will develop – not always as soon as you’d like – so stay with it.

· High membership turnover is common, some members may not be ready to deal with their difficulties, others may recover to the point where they have new exciting lives, and want to put the issues of their illness (or their loved one’s illness) behind them. This is very common. Occasionally, personality clashes lead to someone leaving the group. Sometimes this can actually benefit the group, because there is less tension and potential leaders feel freer to try their skills.

· As with any organisation, it is difficult to find people who are willing to take on the day-to-day running of the group.

· Leadership is one of the main problems. People tend to shy away from leadership roles and are sometimes relieved when an aggressive, domineering person enters the scene and takes over. There is a collective sigh of relief as people sink back comfortably; however, this tends to weaken the group because members begin to divest themselves of responsibility.

· Keep in mind that all groups must confront problems. These are not insurmountable hurdles, just challenges that are best met with some creativity and flexibility.

· The Phoenix Project can not help everybody; it is an individualised voluntary program of their own projects in line with psychosocial rehabilitation assistance and socio-economic development of the service user. The Phoenix Project also caters for advocacy and group projects, workshops and research.
· Service user Phoenix Project driven support groups can at first be composed of different mental illnesses such as schizophrenia, schizoaffective disorder, schizo-from and bipolar disorder. These illnesses needs are not all the same but as the group grows it can later consider subdividing and could still remain part or in contact with its original central organizing body which is part of the Phoenix Project.

(viii) ESTABLISHING A SUPPORT NETWORK FOR INDIVIDUALS AFFECTED BY SZ, BMD AND ASSOCIATED DISORDERS

In addition to the central activity of providing mutual support for members (be they sufferers or family members), a well-organized group can provide a tremendous service to all people affected by the illness by providing a support network in the community.

The following are some examples of network services that groups can provide-:

· Maintaining a well-publicised phone number with a volunteer or volunteers available to answer questions about the time and place of meetings, activities of the group and so forth.

· Putting up notices on community boards, churches other religious places of gathering where appropriate, public bill boards, etc.

· Reaching out to isolated individuals through newspaper ads and articles, participation in TV and radio talk shows.

· Visiting the households and facilities
· Working co-operatively with local Mental Health Clinic staff to reach as many people as possible. The group will benefit from the credibility gained by the joint effort.

· Distributing informational literature to a wide variety of health professionals and others who counsel people, such as members of the clergy, police, local representatives including tribal leaders and traditional healers and very important social workers.

· Arranging public information meetings featuring a speaker on related topics. 

· Establish micro and macro research and projects of the self help group trough a facilitator or committee. (See Appendixes V/VI/IX/XI/XV)

· Advocacy (See Appendix XIV)

NOW THAT YOU HAVE DECIDED TO GO AHEAD…

(ix) Some Key Concepts

Key Concept 1:

Always try to recruit others to help you

This will make a big difference in terms of sharing the burden of the initial work (such as publicity, finding a place to meet, etc). Equally important, many people – not just sufferers – feel more comfortable if there’s someone else with who to share the anticipatory anxiety of sponsoring an initial meeting or project that may or may not succeed. 

If you do not know anyone else with schizophrenia, bipolar and other associated disorders, you may be able to get help in the following ways -:

· Publicise your interest in the local paper, either in the health announcements or under community affairs.

· Contact the public information department of your local health department, mental health department, or Mental Health Clinic (or one that provides such services as part of a centralized health plan). Public agencies can be very helpful – don’t overlook them.  This office may also have contacts in your area.

· Professionals can be a good source of referrals. Be sure they understand that your self-help group is not going to attempt to provide or supplant professional therapy. The Phoenix Project only assists in psycho-social rehabilitation under the guidance of trained facilitators and reference of approval of professional mental health worker as to initiate given homework projects. The Phoenix Project also aims for the socio-economic development of the service user.

· If possible, have a steering committee of people with schizophrenia, bipolar and associated disorders, and perhaps some professionals (if you wish) to sponsor your initial event. If this is not feasible, because you are in a rural area, for example, then go it alone and see who shows up. Plenty of groups have been started this way. You are not alone.

Key Concept 2:

Plan to keep it simple

“Keep it simple” is a cornerstone of one of the world’s most successful self-help organizations – Alcoholics Anonymous

Keeping this rule in mind will save you may hours of work and debate, enabling you to focus the group’s energies where they belong: on the recovery efforts of each of the members.

While it is tempting at the outset to envision an organisation starting off with lots of structure, prestigious board members, and all kinds of services, these activities distract from the real work at hand – one-on-one support – and could require funds and energies far beyond what are likely to be available to you.

Key Concept 3: 

Share Leadership

Each member of the group is responsible for contributing toward the recovery efforts of other members of the group as well as working toward his or her own recovery. In that sense, all members are empowered as leaders, although one person may act as a facilitator. Facilitators should make an effort for some operative training by the multi disciplined mental health team in the Phoenix Project.

The success of a meeting should be judged by the kind of personal exchange that occurred among members (that is, the process of mutual aid), not by how many people attended.

Know the five different character and personality traits of thinking and how to utilize their strengths and deal with their liabilities. They are generally known as the Idealist, Analyst, Realist, Pragmatist and lastly one that is not always very well known and could be confused with as trouble makers of consensus the Synthesist way of thinking.
The Synthesist is actually valuable in conflict situations, changing and creative reasoning and the assimilation of ideas not generally thought of and to draw conflict out before it destroys any agreements which ignored conflict to just find agreement and must later find out their agreement was actually void.
But the Synthesist way has its liabilities to as all the other main methods of thinking and we must also remember all five traits are present in each individual and they feature according to their own character and personality traits. See Appendix XVI for a brief description of these five traits.
Key Concept 4: 

Set Goals

Goal setting is an essential part of recovery and enables members to focus on steps toward recovery rather than uncomfortable symptoms.

Research studies have demonstrated that goal setting is an important tool in the recovery process. It is the foundation of an effective group for the following reasons:

1. It gives members something specifics to do to help themselves towards recovery.

2. Progress towards recovery can be measured in terms of goals achieved, however modest they might be.

Key Concept 5: 

Deal only with problems related to schizophrenia, bipolar and associated disorders

In the group setting, deal only with member’s problems related to living with someone, or caring for someone with schizophrenia, bipolar and associated disorders, regardless of what else is going on in their lives.

If the group attempts to address problems other than those related to caring for someone with schizophrenia, bipolar and associated disorders, it will soon become bogged down in issues it is not equipped to handle. As a result, members may become frustrated and leave. The best policy is to stick to the subject at hand, and where possible refer the person to an alternate source for help.

Key Concepts 6: 

Stay neutral on treatment issues

The more flexible and open the group is toward various treatment approaches, the better.  Neutrality is essential on issues such as medication, use of therapists, and other aspects of treatment.

If a group becomes dogmatic about treatment issues, it runs the risk of alienating members who are following a course of treatment that differs from the one endorsed by the group. Furthermore, heated debate over which approach is the best is likely to lead to divisiveness in the group and destroy the sense of unity and mutual aid. 

Key Concept 7:

Focus on the process of mutual aid, not personalities

Do not let personality struggles distract members from the focus of their work: lending support to one another.

Personality clashes are sometimes unavoidable when groups meet. These may be power struggles, disagreements, or just tension where two members simply don’t like each other. However, the effective group will direct attention away from these issues, acknowledge that all members deserve the support of the group (so long as they don’t disrupt the group), and focus on the positive contributions they can make toward the mutual aid process.

C. LAUNCHING YOUR GROUP

If possible, your first meeting should begin as an event, presenting a speaker of interest to people affected by schizophrenia, bipolar and associated disorders, their family and friends. This format will attract more people than an initial self-help meeting because it is open (if individuals feel uncomfortable, they will generally feel better leaving a lecture than a small meeting, where such a departure would be noticed); it is non-threatening as individuals need not speak or perform); it requires no commitment to attend the event; and there is a certain sense of anonymity for the individual/family who is not yet comfortable with jumping into a group right away.

A planning meeting for those interested in forming a self-help group should be scheduled to take place after the speaker has finished.

(i) Logistics

· The speaker should be selected carefully. He or she should have considerable experience in the treatment of schizophrenia, bipolar and associated disorders, and be willing to encourage the formation of a group. 

· The environment should be comfortable for all kinds of individuals. There should be good access to entrances and exits. The room should not be too hot or too cold, and there should be parking available or facilities available for members physical needs.

· Refreshments add a nice touch, and make the atmosphere more nurturing.

(ii) Publicising your event

There are many avenues for publicising your first meeting. Depending on the energy and resources you have, you may limit your efforts to placing an advertisement in one or two widely read newspapers or you may carry out a full-scale effort with radio public service announcements and notices in church, Mental Health Clinic, and civic group bulletins and on public bulletin boards. You will probably get the most mileage out of an announcement in the health section of a popular newspaper.

Try to publicise your event two weeks in advance so that people can make arrangements for transportation (especially important for those who do not drive).

(iii). Screening Potential Members

This can be a very important step of the organizing process because it will identify potential leaders in the early stages. When a person calls you for information about the meeting, try to ascertain if that person might be willing to take an active role in the meeting, such as signing people in, handing out materials, speaking at the planning meeting, and so forth. 
This involvement of others in the first meeting enables them to contribute to the meeting, take some of the burden off your shoulders, and gives you an opportunity to assess the callers as potential members of your initial core group. Furthermore, becoming acquainted with some of the attendees prior to the meeting will lessen your anxiety about sponsoring an event for a group of strangers.

(iv) What should happen during the initial meeting?

Plan your meeting so that each event leads smoothly into the next, with the planning meeting for a group being the logical culmination of the evening. The following has worked well for a number of groups:

1. Briefly introduce yourself; tell your story of working toward recovery and your desire to form a self-help group.

2. Announce that there will be an opportunity for people interested in forming a group to meet after the speaker has completed his/her presentation.  Advise that people should feel free to leave the room at any time. Make people feel very welcome

3. Stress the importance of the group in recovery and tell some success stories.

4. If you feel panicky standing up front, distract people’s attention from yourself by passing out some handouts, such as agendas or information sheets.

5. Introduce your speaker; he or she speaks. After the lecture, encourage a question and answer session with the speaker.

6. Invite people interested in forming a group to meet in the back of the room after the speaker has finished.

7. Hold a brief planning meeting
8. Adjourn.

(v) The Planning Meeting

After the speaker has finished, invite people who are interested in forming a self-help group to move to the circle of chairs in the back of the room. Be sure to get names and phone numbers or other contact particulars; this is your chance to develop a core group.

Keep in mind that the goal of this initial planning session is to get these people to come back. Therefore, it is important to have something to offer them. People will lose interest quickly if this planning meeting does not have some structure and direction, so be clear about what you want to happen at this meeting. Some goals should be:

· To establish some commitment from a core group of people to help launch a group for family members of individuals with schizophrenia, bipolar and associated disorders.

· To do enough initial personal sharing and introduction to create a sense of trust and unity of purpose among the group.

· To reach a general idea of what people want to get out of a group, possible group research, projects and individualised projects.

· To set a time, date, and place to meet again and to divide up responsibility for setting up this next meeting.

How can you deal with such a wide-open agenda? Address each goal in a methodical way. A possible format is this:

· Once the group has enjoyed some refreshments and taken seats in the circle, begin by briefly explaining that your role is to help launch a group but that you can’t do it alone and need some help. Stress that a successful self-help group relies on mutual aid; that is, everyone pitching in to help one another. Describe mutual aid and goal setting as the heart of the self-help program. (Administration, tea club and fundraising)

· Ask members to go around and introduce themselves, giving a brief (no more than 30 seconds) description of their experiences caring for someone with schizophrenia, bipolar and associated disorders, if they wish. Ask what each person would like to get out of the group. Be prepared for the possibility that a very distressed person may attempt to talk on and on. You will have to muster your courage and cut that person off after one minute. Failure to do so may alienate other members who want to avoid dealing with a compulsive talker.

· Hand out model guidelines, stressing that they can be changed but that the group may wish to adopt them. Sharing these guidelines reassures the group that some structure is already in place for them to latch onto and provides a focus for them.

· Set a time and date in the near future for the next meeting. You may wish to arrange in advance for use of the same meeting place to save time determining what spot might be available. This also makes attendance easier for those sufferers who avoid going to new places. 

· Ask for volunteers to help publicise the next meeting and provide refreshments.

· Make sure everyone who feels comfortable enough to do so has signed the attendance sheet, see Appendix VII. This will make it possible for you to make follow-up calls to members during the week.

· Keep in mind the fact that people will probably seem hesitant about taking a role in forming a self-help group. This is normal – don’t let this discourage you!

(Vi) The first self-help meeting

During the week preceding your first group meeting, call each person who attended the planning session. This gives you an opportunity to communicate with each one about a number of important items.

· How the person felt about the meeting and any role he or she may wish to take in the next one;

· Whether logistical or personal reasons may interfere with the person’s participation in the group.

· Whether the person would volunteer to help.

The follow-up call can be essential in getting people to attend the next meeting. This personal touch is especially important and reassuring for those who are at first hesitant to attend. Later on, you may wish to have a designated member make such calls. A telephone tree method can be used.

As you plan your agenda (Appendix V) for the meeting, think about what you really want to happen. Try to develop a plan for effective group process (that is, shared leadership and mutual aid), rather than simply a series of events on an agenda sheet.

You’re most important goal will be to educate the group about the process of mutual aid, shared leadership, and goal setting and to start implementing that process. It is hoped that the members at this meeting attended the planning session and will have absorbed these ideas. It is important to review these ideas and reach consensus about the process of mutual aid and shared leadership first, especially if new people are present.
D. EXPECT SOME CHALLENGES

There are many reasons why you can expect the first few meetings to be the most difficult:

· Some people may have unrealistic expectations about what the group can do for them and will stop attending once they realise these expectations (such as instant ‘recovery’) will not be met.

· Trust and a unified sense of purpose take time to develop. In the meantime, participants who are not able to cope with a group that is still in the formative stages may leave.

· Some members may feel threatened by the emphasis on goal setting and recovery. They feel too inadequate or depressed to set goals, or other problems may be interfering with their ability to function productively in the group. Such members can be a drag on the group. The group is probably better off if they leave.

· You will very likely encounter a member or two who is too impatient to allow the group process of goal setting and mutual aid to evolve. This member may only be comfortable with a rigid, predictable structure and an autocratic leadership style. Perhaps you can involve him or her in structured activities, such as making meeting arrangements, contacting speakers, research projects, workshops and so forth. Such a member can do considerable damage to a group’s cohesiveness by constantly complaining to others that the group does not have enough firm guidance.

· Leadership problems present thorny situations for any group at one time or another. You may find yourself running the meeting as members establish eye contact only with you when they speak and seek input only from you. Or you may find yourself struggling to curb a zealous member who tries to dominate the group. Either situation denies the group the opportunity to participate in shared leadership and mutual aid. If you are the problem, force participation by asking others to respond to a member whom has spoken, rather than directing their comments to you.

·  Empathize that members should not always look to you for help but that, instead, they need to turn to each other. Speak to the over-zealous member in private about the process of shared leadership. Be firm about the process.

The kinds of difficulties you may experience are varied. 

They may include:
· Members who talk too much and dominate the group

· People being aggressive and/or offensive

· Members disowning the group – “I don’t know why I came here; it’s not for me…”

· Individual members dominating or hijacking the meeting by talking too much, being inappropriate or irrelevant, generally taking up too much space in an unhelpful way.

Ways of responding

· Preventing the difficulties as far as possible before they start is obviously the best approach. Pay more attention to a selection of group members. Perhaps meet with the people before they come to the support group. This can be time-consuming but helpful.

· It is difficult to say “no’ to someone wanting to be a member of the group but some organisers have reported that (with support) they have been able to ask someone to leave the group.

· At such times of crisis, the tendency was for the group to leave it up to the organiser to sort out. This emphasises the need – ideally – for a strong organising core-group rather than a single individual.

· It is important that any challenging or diverting from the group be done with positive motivation, i.e., not simply saying ‘please leave’, but questioning whether needs are being met and exploring alternatives (other groups and services).

· All these issues emphasise the importance of ground-rules for the group. As well as obvious fundamentals such as confidentiality and equal opportunities, the group might want to draw up guidelines around ways of being in the group; listening, sharing, respecting etc. This makes it easier to ask someone to leave, referring to agreed guidelines rather than via a clash of personalities. (See the Self-Help Group Values Statement).

Dealing with Brief Attendance

Some group organisers have talked about their anxiety when someone comes just once to a group and is never seen again. Facilitators and group members are left with a lot of questions. ”Are we good enough?”, “What did we do”, “What didn’t we do?”

The important thing to remember here is that a group cannot cater for everyone’s tastes and needs. Given the huge number of variables (age, gender, politics, experience, class, level of distress, etc.) the miraculous thing about many of the groups is just how diverse and cohesive the mix is. 

If someone does not come back then it does not necessarily mean that you are doing something ‘wrong’. It might be that the person has just discovered that groups are not for them. Or it might be that they just do not feel comfortable with that particular mix of people – and that is all right too.

If it seems to happen a lot and your anxiety goes up about it, then it is worth taking the opportunity to check it out with the group, asking questions such as: Are we welcoming? Are we daunting? Are we creating a safe place where people feel respected?

You might want to decide collectively on your policy and practice in such cases. Do you follow up and find out why someone has not come back? Perhaps have feedback sheets (Appendix VI) which are given to people early on, so that they can write and let you know?   Or do you decide to respect people’s decisions and leave them alone?   Whatever happens, it is vital to bear in mind that groups – like all other living organisms – will have fluctuations in levels of energy and size. There will be many comings and goings.

E. HOW TO KEEP THE GROUP GOING

First, remember that groups wax and wane; successful groups have lasted from nine months to five or more years. The life span of the group is going to depend on many variables, some of which you can control (such as the amount of outreach you do, how you work with the media, how conscientious you are in encouraging new members and new leaders) and some of which you cannot control (such as the actual need in your area for a support group for family members with schizophrenia, bipolar and associated disorders, the emotional readiness of your members to pitch in to keep the group active and unforeseen events occurring in the lives of members).

Don’t set yourself up for a sense of failure by determining in advance that the group is a flop if a certain number of people don’t show up for every meeting or if the group does not remain active for more than a year.

Having said all of the above, here are three important tips to help keep the group viable:

1. Keep bringing in new members

This will require outreach efforts such as announcing meetings in the media, calling people who have shown up at only one meeting, convincing a local paper to run a story on the success of your participants, and any other ideas for calling attention to your group. New blood helps keep a group from falling into a comfortable but unproductive rut.

2. New leadership is essential.

There are limits to any one leader’s ideas and style. In addition to using the concept of shared leadership (where all members take responsibility for keeping the group viable) the group needs to change facilitators on a regular basis to inject new vitality into meetings.

3. Intersperse scheduled meetings with special activities.

Speakers on relevant topics are almost always a popular event and draw potential members. Showing a film on the treatment of schizophrenia, bipolar and associated disorders, serves a similar purpose. 

F. CONCLUSION

This guide is not just a book designed for reading once and then shelving; it is an organising tool that should be consulted often as your group evolves. Even professional group organisers need the discipline of routinely assessing their skills and reviewing the key ingredients of effective organising.

Some tips for using this guide-:

· Refer frequently to the main concepts in the guide and discuss them with your group.

· Ideally, every new member should read the book to better understand what effective group organising is all about and participate fully. This step is essential to enabling members to share leadership.

· Schedule time occasionally during a meeting to evaluate how well the group is using the organising concepts outlined in the book. One member should act as facilitator, raising questions for discussion such as:

-     Is everyone setting goals?

· Are members achieving their goals?

· What are some of the member’s victories and lessons learned?

· Is everyone in the group contributing during the meeting?

· Is our focus on individual’s goals, which lead to recovery, or are we engaging in “tea and sympathy”?

· Is someone in the group emerging as “therapist” or dominant leader?

· If so, how can we redirect our energies so that every member contributes on a more equal basis?

These questions – particularly the last two can be threatening to some groups. People will squirm. But if you are committed to developing a strong group, these issues must be addressed openly. Remember that a synthesist trait could aid you here but it must also be managed not to become a liability.
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MISSION STATEMENT

The National Consumer Office (NCO) under the auspices of the South Africa Federation of Mental Health (SAFMH) is committed to the empowerment of individuals with schizophrenia, bipolar and associated disorders, and their family, to enable them to better fulfill their hopes and dreams for the future.

This we aim to achieve through facilitation of education and training programmes for health and mental health care professionals; promoting the establishment of support groups in all areas; and increasing the tolerance of mental illness within the community in general.

Appendix II

BACKGROUND.

For the latest diagnostic updates access the following websites:

DSM-V- Diagnostic and Statistical Manual of Mental Disorders - (www.psychologynet.org/dsm.html)

Also used but to a lesser extend in South Africa

WHO – International Classification of Diseases – tenth revision (ICD-10)

(www.who.int/classifications/icd/en/)

SCHIZOPHRENIA

Schizophrenia remains both locally and globally the most misunderstood of the psychiatric conditions, despite recent scientific advances and the illness being accepted as the most severe of the psychiatric conditions.

Indeed, schizophrenia is a truly bio-medical problem, invariably requiring the use of medication to control the truly debilitating symptoms.

In addition to being misunderstood, schizophrenia has until recently been largely ignored as a condition by the government in its provision of health care, as indeed have the majority of psychiatric and psychological conditions.

In brief schizophrenia is a psychiatric disorder characterised by hallucinations and delusions, often accompanied by depressive symptoms, social withdrawal and loss of motivation. The disorder effects an estimated 400 000 people in South Africa. The normal age of onset being between ages fifteen and thirty, and affects both males and females. At present the condition cannot be cured but can be treated given appropriate professional attention.

The individual living with schizophrenia thus not only has to contend with being misunderstood but faces discrimination, stigmatisation and prejudice in all spheres of life. Contrary to popular opinion (often perpetuated by misinformed mass media) an individual living with schizophrenia does not have two personalities (the so-called ‘split personality’), nor is the individual living with schizophrenia generally a risk to society or individuals in that society. In fact the individual is far greater danger to themselves: ten percent of sufferers commit suicide.

SCHIZOPHRENIFORM  DISORDER

The diagnostic criteria for this schizophreniform disorder are identical to those for schizophrenia, except that the duration of impairment is less than six months. If the patient has the symptoms for at least one month, but they completely subside before sic months, then the patient has a schizophreniform disorder. If the symptoms return for periods of time less than six months, the diagnosis would remain schizophreniform. Most patients who develop schizophreniform disorder eventually develop schizophrenia.

SCHIZOAFFECTIVE DISORDER

The primary feature of schizoaffective disorder that distinguishes it from schizophrenia is the presence of a mood episode that has been present for a substantial portion of the time that the patient has been ill, but not all the time. A mood episode is a period of time in which the patient has experienced significant symptoms of depression or mania. 

There are two reasons it is sometimes difficult to distinguish schizoaffective disorder from schizophrenia. First, the symptoms of a mood syndrome overlap with those of schizophrenia. For example, grandiose delusions (such as believing that one is the king of England) can be present in either mania or schizophrenia. Second, if significant mood symptoms are identified, it is difficult to determine how long they have been present and whether this time period could be considered substantial.

However, the difficulties in distinguishing between schizophrenia and schizoaffective disorder are largely moot, even if your relative has been given both diagnoses at different times. The distinction between these two diagnoses has no treatment implications at this time. Both disorders respond to the same treatments and have a similar long-term course

SCHIZOTYPAL PERSONALITY DISORDER

Schizotypal personality disorder is a little different from the disorders described above in that the symptoms tend to be milder than those present in schizophrenia or schizoaffective disorder. Patients with a schizotypal personality disorder tend to be hospitalized less often, and many patients are never hospitalized. Despite the milder symptoms, most patients with this disorder function only marginally better than patients with schizophrenia; they tend to have few friends, work is difficult or they may work at menial jobs, and they get little satisfaction out of life. A significant number of people who have a schizotypal personality disorder at a younger age gradually develop schizophrenia, schizoaffective disorder, or schizophreniform disorder.

BIPOLAR DISORDER

Bipolar disorder is a physical illness marked by extreme changes in mood, energy and behaviour. That’s why doctors classify it as a mood disorder.

Bipolar disorder – which is also known as manic depressive illness – is a mental illness involving episodes of serious mania and depression. The person’s mood usually swings from overly “high” and irritable to sad and hopeless, and then back again, with periods of normal mood in between.

Essentially bipolar disorder consists of four states:

· Highs

· Lows

· Mixed states

· Rapid cycling

Bipolar disorder typically begins in adolescence or early adulthood and continues throughout life, but it can start at any age. It can start with depression, even recurrent depressions. The individual may only experience a high or a mixed state after many years. It is often not recognised as an illness, and people who have it may suffer needlessly for years or even decades.

People vary in the types of episodes they usually have and how often they become ill. Some people have equal numbers of manic and depressive episodes; others have mostly one type or the other. The average person with bipolar disorder has four episodes during the first 10 years of the illness. Men are more likely to start with a manic episode, women with a depressive episode. While a number of years can elapse between the first two or three episodes of mania or depression, without treatment most people eventually have more frequent episodes. Sometimes these follow a seasonal pattern (for example, getting hypo manic in summer and depressed in winter.) A small number of people experience their cycles frequently or even continuously through the year.

Episodes can last days, months or sometimes even years. On average, without treatment, manic or hypo manic episodes last a few months while depression often last well over 6 months. Some individuals recover completely between episodes and may go many years without any symptoms, while others continue to have low-grade but troubling depression or mild swings up and down.

Special terms are used to describe common patterns:

· In Bipolar I Disorder, a person has manic or mixed episodes (an episode when symptoms of mania and depression occur together) and almost always has depression as well. If you have just become ill for the first time and it was with a manic episode, you are still considered to have bipolar I disorder. It is likely that you will go on in the future to have episodes of depression, as well as mania- unless you get effective treatment

· In Bipolar II Disorder, a person has only hypo manic (a mild form of mania) and depressive episodes, not full manic or mixed episodes. Bipolar II is frequently misdiagnosed. This type is often hard to recognise because hypomania may seem “supernormal”, especially if the person feels happy, has lots of energy, and avoids getting into serious trouble. If you have bipolar II disorder, you may overlook hypomania and seek treatment only for your depression. Unfortunately, if the only medication your receive is an antidepressant, there is a risk that the medication may trigger a “high” or set off more frequent cycles.

· In Rapid Cycling Bipolar Disorder, a person has at least four episodes per year, in any combination of manic, hypo manic, mixed, or depressive episodes. This course pattern is seen in approximately 5% - 15% of patients with bipolar disorder. It sometimes results from “chasing” depressions too hard with antidepressants, which may trigger a high, followed by a crash (i.e., you keep going up and down as if on a roller coaster).

· Cyclothymia can be diagnosed if a person has a low grade, chronic and fluctuating disturbance. In cyclothymia there are mild highs and lows, which are not severe enough to be diagnosed as a full manic or depressive disorder.

· Schizoaffective Disorder: This term is used to describe a condition that in some ways overlaps with bipolar disorder. In addition to mania and depression, there are persistent psychotic symptoms (hallucinations or delusions) during times when mood symptoms are under control. It contrasts, in bipolar disorder, any psychotic symptoms that occur during severe episodes of mania or depression end as mood returns to normal.

National Consumer Office (NCO) is mentored and falls under the guidance of the South African Federation of Mental Health (SAFMH)

The NCO be part of the SAFMH who is a non-profit organisation (South African term also implicating NGO’s) that seeks to assist people living with schizophrenia, bipolar and associated disorders, and their families by the facilitation of support groups, referral services and crisis counselling and the provision of accurate information on the disorder. The services provided by the NCO are partially funded by themselves through membership, fundraising, from “The Power of One” assistance and possibly other international and national contributors such as government, businesses including pharmaceuticals, NPO’s or NGO’s and others..

Additionally a major goal of the NCO is in serving as an advocacy organisation to lobby for improved treatments for individuals living with schizophrenia, bipolar and associated disorders, and providing a voice for many who are marginalised. These goals are pursued by helping an individual or caregiver exert their rights- whether tangible or intangible.

As part of our goal in advocacy we pursue a program of public awareness- aimed at increasing knowledge of schizophrenia, bipolar and associated disorders, specifically what it is and what it is not. The ultimate goal of this programme are to raise public awareness of the nature of these disorders and by so doing address the isolation and stigmatisation that individuals living with schizophrenia, bipolar and associated disorders have to contend with.

The message we are sending, and indeed have been sending along with many others for some time, is that which the World Health Organisation and our own minister of Health made during 7th of April 2001: it is time for all to “dare to care”, this year (2006) it was the human rights of mental health service users and suicide prevention.

Dissemination of accurate information on the nature, causes and treatment of schizophrenia, bipolar and associated disorders are thus of the highest importance if we can be of further assistance, especially in terms of information, presentation or support and lay counselling should it be required, please do not hesitate to contact us:

International +27-12-663-3452

Nationally (012) 6633452

Email jarretc@connectit.co.za
Website www.thehouseofclark.co.za
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THE CARE-GIVER’S BILL OF RIGHTS

(Adapted From Patient’s Rights Organizations)
· I have the right to take care of myself. It will give me the ability to take better care of my relative.

· I have the right to seek help from others even if my relative may object. I recognize the limits of my own endurance and strength.

· I have the right to maintain facets of my life that do not include the person I care for, just as I would if he or she were healthy.

· I have the right to get angry, be depressed, and to express other difficult feelings occasionally.

· I have the right to reject any attempt by my relative to manipulate me through guilt, anger, or depression.

THE SERVICE-USERS’ BILL OF RIGHTS

· The understanding of the principles of the service-users’ autonomy, self-determination, and privacy.

· The understandings of the right to treatment, right to refuse treatment, and informed consent.

· The understanding of the importance of minimizing involuntary practices, eg. seclusion, restraint and forced treatment.

· The understanding of the tensions between political, bureaucratic, professional and legal processes and service-users’ rights.

· The understanding of the tensions between the rights of service-users and the rights of families and communities.

THOSE LISTED UNDER THE SOUTH AFRICAN FEDERATION OF MENTAL HEALTH

THOSE LISTED ON THE SOUTH AFRICAN MENTAL HEALTH BILL
Here are a few important extracts from the recent “No.17 of 2002: Mental Health Care Act, 2002” published in the Government Gazette vol.449 Cape Town 6 November 2002 No. 24024. (It is hereby notified that the President has assented to the following Act, which is hereby published for general information.)

Beside that the human rights bill in our constitution and the those under the equities act make provision for mental health service users this act also make specific reservations to our human rights which are extensively listed under “Chapter III: Rights and Duties Relating to Mental Health Care Users;
a. Respect, human dignity and privacy

b. Consent to care, treatment and rehabilitation services and admission to health establishments

c. Unfair discrimination

d. Exploitation and abuse

e. Determinations concerning mental health status

f. Disclosure of information

g. Limitation on intimate adult relationships Right to representation

h. Discharge reports

i. Knowledge of rights”

Appendix IV

SELF-CARE

· Change the scene. Get out of the house. Walking can help reduce stress, even if just for a few minutes.

· Call on a friend. Go out and enjoy yourself by doing something not associated with caring. Don’t lose contact with friends; they can be a great source of strength.

· Ask for help. Let other family members or trusted friends take a turn with the caring. Contact your local support group and find out what services exist locally to let you have a break. Some hospitals have day centers where a patient can stay for the day, and sometimes for weekends.

· Take time away from home. Plan ahead for breaks and make sure you take them. You will need to organize holidays and get someone to take your place, if necessary, while you are away.

· Keep up your hobbies and value your privacy. If you go to church, keep doing this as some people find great strength from spiritual activities.

· Treat yourself occasionally.

· Become part of a self-help group or establish such a group if you are a service user.
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SUGGESTED AGENDA

1. Welcome

2. Apologies

3. News of upcoming events – talks, publications etc

4. Overview of the previous week (each member has his/her turn to discuss any problems encountered, or any highlights of the previous week).

5. Announcement of ‘Topic of the week’

6. Introduction of:  guest speaker 

or

          Video / audio cassette



or

          Newspaper / magazine clippings

                        or

           Issues for discussion

7. Discussion of date/venue/topic/homework for next meeting

8. Collection of R5 to 10 tea club donation for eats (it is recommended that an appropriate amount be decided upon by the group so that responsibility for organizing refreshments not always fall onto the same person)

9. Summation and closing

Appendix VI
FEEDBACK SHEET

Please complete this form as honestly as possible and return to ___________ ,

before leaving.

1. Please give details of anything you may have gained from the group experience

2. Please comment on any aspect of the meeting you felt could have been improved upon (venue, amenities, subject matter, etc)

3. Do you have any suggestions for future meetings (ideas for topics for talks, etc)

4. Other Comments

APPENDIX: VII

ATTENDANCE REGISTER

Date: _______________

Venue: ______________

Guest Speaker (Optional) _______________
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USEFUL SKILLS FOR FACILITATORS

The following have been noted as being skills of highly successful group facilitators. You may already have some of the skills listed but may want to acquire some of those that you are less familiar with. The Southern African Schizophrenia Foundation will assist you in any way possible through the organization of training workshops which you  will be invited to.

· Problem Solving Skills

· Coping Strategies

· Crisis Management

· Life Skills

· Self Awareness

· Communication skills

· Awareness of family and patient needs and expectations

· Basic psycho-education awareness

· Knowledge of rehabilitation (such as the role of OT)

· Knowledge of Medication and Side Effects

· Referral guidelines – knowledge of when to refer to a clinic, psychiatrist, social worker etc.

· Awareness of the NB of education in reducing the stigma attached to the disorder

· Knowledge how to utilize the five main character traits of thinking of your group members.

APPENDIX IX
THE PHOENIX PROJECT

INTRODUCTION

People with schizophrenia, bipolar and associated disorders are special people with special abilities. Let it be wisely known and let us discover many more good times than bad times. Yes we are extraordinary and not everybody can be like us.

We form one of the most intelligent groups in society with IQ’s scoring up to 145 and more. The Phoenix Project is based on a support group structure which focuses on the individual to self succeed and contribute to the community. You must have schizophrenia, bipolar, or an associate condition to be part of the project.

The title Phoenix is used as it represents the Egyptian firebird, which is reborn from the ashes, the same account for people with schizophrenia and bipolar disorders. As mentioned the project is based on support groups where each individual can join in workshops and create their own project in association with the group.

The Phoenix Project is developed by service-users for service-users and is run in conjunction with professional mental health care, NGO’s (NPO’s), families and employment sector.

SUPPORT GROUP RULES

A support group requires a casual environment and as few rules as possible.

(i) It is agreed that we do not harm anyone or their property; we care for ourselves and for others.

(ii) Each one of us is an individual and unique.

(iii) We will support each other and give back what we receive.

SUPPORT GROUP LEADERS

Support group leaders and facilitators are themselves mostly service-users who are trained to lead a group and are assisted by professionals in various fields. They have their own projects to consider and are experienced and successful at what they do. A project in this case is defined as a planned constructive action.

(i) Share ideas at workshops.

(ii) Routines such as make your bed every morning.

(iii) Study to become a professional.

(iv) Manage your own business; it is all up to you.

INDIVIDUAL DEVELOPMENT IN THE SUPPORT GROUP

The schizophrenia, bipolar and associated disorders support group acts as a conventional and casual group to all ages, race and sexual orientation, and is only driven to focus on skills and abilities.

The support group aims to develop the following in individuals:

(i) To strengthen community interaction

(ii) To promote self-sufficiency and independence

(iii) To be informed about the illness and thereby advocate and inform the community

(iv) To combat stigma and discrimination because of schizophrenia, bipolar and associated disorders through working with other organizations

(v) To realize the need for and compliance with the multi-disciplinary health care

(vi) To support other with the same problems

(vii) To arrange recreational activities, such as sport and outings

INDIVIDUAL PROJECTS

It is important to register and administer individual and group projects. (Including workshops.) Projects should be individually tailored and may require professional assistance.

Projects should be reported on at monthly, weekly meetings and official reports submitted to administrative organizations. Projects are not compulsory.

CONCLUSION

The Phoenix Project is developed as a structure for support groups in which to establish new groups and assist current groups, which will focus on the individual and also caters for administration and fundraising activities.

We with schizophrenia, bipolar and associated disorders are extraordinary people, who want to become more than ordinary people, we have a special God given place in society.

THE PHOENIX PROJECT VISION FROM THE PAST 2003 AND 2004
INTRODUCTION

It is not unknown that the low cost Phoenix Project, which is a self-help support group project, is by its very nature a very ambitious project. However it focuses on the reintegration of the neurobiological mentally ill back in to the community through psychosocial rehabilitation assistance and the socio-economic upliftment of its members.

The Phoenix Project has a global influence, which caters for the individual. The Phoenix Project realizes its limitations in helping everyone and the need to adjust towards the community and individual needs. It also realizes the need of development and research.

AIM

The aim of the Phoenix Project Vision for 2003 is to create operational structure and the creation and maintenance of self help support groups in mainly the Gauteng area of South Africa.

SCOPE

This document contains a strategic plan for the Phoenix Project and starts with the strategic bases of operation in response of a greater worldview. It further concentrated on international liaison and cooperation, which was then explained as regional liaison, and cooperation. The national concern focuses the Phoenix Project in the South African context, which include the Phoenix Project’s global and national management. The national management is then further broken down to regional and (local) area self-help support groups. The Creato Theory’s involvement is briefly explained. The “Firebird Group” lessons learned and operation is explained which included group projects as workshops and personal or individual projects which lead to the conclusion.

THE STRATEGIC BASES OF OPERATION

The Phoenix Project is a self-help project and must be placed in the hands of its end-users. It is also a low cost community health project for the developing world that serves both the rural and urban communities. It is for the people and mankind, due to the nature of this project is its original view beyond the national borders and places it in the global context.

To establish the project correctly needs its global views be catered for, the project serve all cultures, race, sex and creed on an individual basis. This in itself is a global view than just a national one. It is based on neighborly love in the case of self-help service; this service should not be kept from fellow sufferers in other countries.

The success of the birth of the Phoenix Project depends on the global view to establish a sound organization and method as a narrow vision will allow local powers criticism to tear it apart as well as allow competition for ownership. As national pride may not serve the interest of global sufferers for which we have developed it to serve.

It does not mean the formula of the method used in applying the Phoenix Project cannot be adjusted to national, regional or local use. It only means that the management view of the organization has a global position. Management do not only want to serve fellow sufferers in the globe, it also want to liaise and cooperate with similar organizations and individual interest were ever they may be as a service to our global human rights.

It aims to influence the human rights charter and WHO policy positively, while at the same time the Phoenix Project management serves the immediate needs of the individual member by further development and research of methods and organization systems used by self-help organizations.

With its global view does the Phoenix Project not strife to marginalize or take over other groups or organizations; it actually wants to strengthen their operational success, survival and voice. Although the Phoenix Project aims to positively influence the WHO policy it also use this governing body to guide its operation in the global context.

INTERNATIONAL LIAISION AND COOPERATION

The international liaison and cooperation with self-help groups and other related organizations are important this year. For the Phoenix Project needs developmental information, donations, sponsorship, other fundraising activities and international support to make the regional and local operations for the future viable. The WHO does not play an active role at this current level to ensure fairness of international interest in the context to the Phoenix Project but it may. The WHO could consider itself also to sponsor the project in certain areas if it is their will with availability of their resources and infrastructure.

LIAISON AND COOPERATION

The first liaison and cooperation activities would be self-help groups and other related organizations in the USA and in California in partiqular. Professor Steven P. Segal, a social worker based in Berkeley at the University of California is the central figure to help in organizing the liaison and cooperation. Further liaison and cooperation with other USA states, European and world self-help groups and related organizations will be looked at to formulate a strategic initiative.

DEVELOPMENTAL INFORMATION AND RESEARCH

The Phoenix Project needs to disseminate developmental information of other successful organizations worldwide and adapt it for suitable areas of operation. Another fact is to use this information in realizing the operations of self-help groups worldwide to serve as an advisory and information center to the global community. Research is also needed to develop the efficiency of the Phoenix Project and its area self-help support groups functioning. This research may range through the whole social science spectrum as well as the socio-economic spectrum and may include local, regional and international interested parties.

FUNDRAISING ACTIVITIES

The idea is to establish an annually fundraising activity first small and then worldwide at a global level to sponsor the activities of the Phoenix Project. It is at this level the WHO may play a crucial role to ensure effective project management. Donations, sponsorships and bursaries are also welcome from the global community. The Phoenix Project currently has limited staff and recourses; it utilizes a local Non Government Organization (NGO) also known in South Africa as a the Bipolar and Related Disorders (BARD) Association and others who may align with this project. 

INTERNATIONAL SUPPORT

We as self-help groups have to organize ourselves globally to jointly advocate our interests, basic service, disability insurance, human rights and other related issues.

REGIONAL LIAISON AND COOPERATION

The first region the Phoenix Project wants to address is the Southern Africa developing region because it is close to its base of operations. Because the Phoenix Project follows its guide from the WHO policy due to its global and international funding does the project first follow the WHO’s interpretation of service. But it does not mean we do not give consideration to the African Dream, Renaissance or NEPAD policies of the Africa Union (AU). We use the WHO to centralize globally and adapt for regional operations worldwide.

Our first regional interests are bordering countries to South Africa, but we do not rule out other countries in the region. We need to keep our finances and resources in consideration, as our primary focus is local in the Gauteng Province this year. But materials are available to guide distant operations and if our budget allow we may sponsor self-help group projects in those areas if they follow the Phoenix Project’s principals.

The regional WHO office in South Africa can help with the Phoenix Project operation as it may advice our services and management. We side by the WHO to try and escape national politics and local pressure which want to influence our global concern according to own interpretation and interest. This may damage our fundraising and operation.

The Phoenix Project would kindly serve its interests on regional bodies and organizations, it is not only our consideration to general service but also service during regional and national emergencies which is an other reason of WHO interest and other regional bodies such as SADC and AU.

THE NATIONAL CONCERN

The Phoenix Project originated out of a South African national concern as an operation does it not want to duplicate current services but rather utilize them to their full potential. Developing countries can ill afford duplication as resources are limited and the community needs are great. The recognized government is responsible for this community and they supply the registration of NGO’s or in South Africa, Non Profit Organizations (NPO’s).

Although the Phoenix Project aligns itself with the WHO does it recognize government policy and services. The Phoenix Project jointly works with the government, community and family support groups, professional mental heath care, servicing (NGO’s) NPO’s, self-help groups, the general socio-economic community, traditional and cultural groups, and advocacy groups. This is also the principal operation of the national, regional and is self-help groups of the Phoenix Project.

National fundraising and resource building are related to a joint effort, the primary beneficiaries are the biologically disabled mental health sufferers. The projects operational nature is of such that it caters to fight stigma and discrimination. Community care or family support groups are sociologically primary important in helping to service the self-help group to equal importance to professional mental health care, it does not underplay the importance of other service and community groups.

But the core of the solution lays first with the sufferer self-help groups, the family (community care or family support groups) and professional mental health care. We need the national concern to make reintegration of sufferers in the community possible through psychosocial rehabilitation assistance and socio-economic upliftment. Universities and other research bodies can play a leading role in national and international development of the Phoenix Project by developing the organization and its self-help groups operations.

2. Bipolar And Related Disorders (BARD) report 2004

2.1
President 



Tel/Cell: (012) 3486057

2.2
Chairperson (Mrs. Colleen Deacon)
Tel/Cell

2.3
Vice Chairman (Not yet elected)
Tel/Cell

2.4
Treasurer (Mr. Michael Singmin)
Tel/Cell: (012) 8035480/0829787533

2.5
Project Manager (Phoenix Project)
Tel/Cell: (012) 6633452/0722321917



(Mr. Jarret H. Clark)

3. Self-help Support Groups for Mental Health

3.1 Monthly meeting

3.1.1 General discussion

3.1.2 Feedback from board

3.1.3 Speaker

3.2 Board meetings (examples of this ad hoc meeting)

3.2.1 Childhood brochure

3.2.2 Accommodation project

3.2.3 Youth project

3.2.4 Newsletter 

3.2.5 The Phoenix Project (Joint operation with other organizations such as CURAMUS, Gauteng North Mental Health, ECT. This help to cluster NPO’s and establish a forum to work together.)

3.3 Attachments

3.3.1 The Phoenix Project Vision 2003

3.3.2 The Phoenix Project Members Information Pamphlet

3.3.3 A Working Draft of the Phoenix Project

3.3.4 Support Group Guideline from the Schizophrenia Foundation of SA

4. The 2004 Phoenix Project will provide holistic training for 10 end user facilitators over the multi cultural spectrum of Tshwane to help them start their own affiliated self-help groups in selected areas (Centurion, Lauduim, Central, Attrigeville and Pretoria East) under the Phoenix Project. These 10 facilitators must on return help to establish self help groups in their area which should jointly cater for over 50 fellow end users.

4.1
With the ever increasing demands of mental health, scaling down of medical aid benefits and the emigration of mental health professionals therefore is there a need of another supplementary mental health service based on self help groups. These groups can be more dedicated their human recourses numbers stable and affordable to operate both in rural and urban areas in conjunction with our current system.

4.1 Challenges and Problems with the holistic re-integration of end users in to society

4.1.1 Anti social and organizational behavior

4.1.2 Psycho-social rehabilitation assistance and education

4.1.3 Transport

4.1.4 Accommodation

4.1.5 Financial status

4.1.6 Skills development

4.1.7 Individual management (self care)

4.1.8 Employment and employer management education

4.1.9 Community education (against stigma and discrimination)

4.1.10 Shortage of mental health professionals

4.1.11 Less medical aid benefits for the mentally ill

4.2 Measures and practical possibilities

4.2.1 Participation (motivation)

4.2.2 Social interaction (workshops)

4.2.3 Skills development

4.2.4 Individual management (self care and self employment)

4.2.5 Advocacy

4.2.6 Organizational growth and reintegration in to the community

4.2.7 Employer and community education

5 Organizations and Target groups

5.1 With new WHO and Government policy to re-integrate mental health end users in to society is there an ever greater need for self-help groups to function coincide with community support groups and professional mental health care. We are end users who organized ourselves not only to advocate our needs but to help provide services for our kind in urban and rural areas.

5.2 The project will involve end users of Mental Health, the community and professional Mental Health care to benefit not only end users and their families but also employers and the general community

5.3 Due to the nature of mental illness does it self achieve its own gender balance in the voluntary Phoenix Project. Care will be taken to cater for this balance.

5.4 The following organizations could support our project;

5.4.1 CURAMUS (An armed forces organization for their disabled including the SAPS, Correctional Service, Department Foreign Affairs, National Intelligence and other government civil servants which has served with the SANDF in operations.)

5.4.2 Gauteng North Mental Health and Lauduim Mental Health

5.4.3 Tshwane Rehabilitation Program

5.4.4 Technicon Pretoria

5.4.5 Schizophrenia Foundation of South Africa (SFSA)

5.4.6 The Depression and Anxiety Support Group (D&ASG)

5.4.7 Westkoppies Mental Hospital (Pretoria University)

5.4.8 VISTA Mental Health Care Clinic

5.4.9 SANDF (SA Military Medical Services, Psychiatric and associated services.)

5.4.10 DENMAR Mental Health Hospital

5.4.11 Tshwane North College

5.4.12 Federation of Mental Health

5.4.13 The Tshwane South Socio-Economic Development Forum (TSSEDEF)

6 The scope of the program of activities

6.1 The voluntary Phoenix Project self-help groups all operate on the same general basis although it can adapt to multi cultural needs. This general basis includes feed back to a monthly meeting of the Allied Mental Disorder meeting. The Phoenix Project self-help group meetings are held weekly to build routine into the system although workshops under these self-help groups function through out the week as it seems fit for its members. (The attached Phoenix Project Vision 2003 has reference)

6.2 The weekly self-help group meeting is structured in its first part as a board meeting in organizing workshop feed back and general business such as assigning new members to workshop tasks. (This action is mainly done to develop member’s social and organizational skills).

 A speaker or speakers can be introduced to the meeting at this point to enhance operations through their information and guidance. The second part of the meeting concentrates on the individual and is called individual projects and concentrates on psycho-social rehabilitation assistance. It is here where the facilitator plays a role through group facilitation of individual needs, growth, abilities, performance and personal projects as particular to individual requirements of their illness.

It is done in conjunction to their professional health care professionals as assistance to their functions. Community (family) support groups can assist in jointly working with the self-help groups to assist in workshops and individual projects

6.3 The first part of the Phoenix Project meeting which concentrate on workshop feedback also ensure the proper management of the workshop management structure such as chairman, vice chairman, treasure and other specialist post.

The workshop part of the meeting records minutes, agendas and financial reports for both top and regional management who can submit it in reports such as annual reports for government and other authorities. It also serve as facilitation of able management and the training there of. These workshops otherwise are the responsibility of their committee members or project managers and can submit their own proposals for funding and operations according to the nature of there operations as long as it is also reported at the Phoenix Project meeting and minuted. This will allow for the clustering under one NPO or between NPOs and other individuals or organizations. More workshops can be added according to the members needs.

This part of the meeting acts also as a therapeutic exercise for anti social behavior and group work. The following are examples of possible socio-economic up-liftment workshops;

6.3.1 Advocacy Workshop: The main aim of current advocacy is to combat stigma and discrimination because of mental illness. One aspect was to become part of the World Psychiatric Association’s (WPA’s), “Open Doors Program”; the other is to join Amnesty International’s Health Division. Another project was to draft and propose a mini television series during 2003, aimed at the global community in particular the developing community.

6.3.2 Disability Grant’s Workshop: Disability grants are an issue in that some members may qualify and need help in the process, also if there are financially successful members in their business and receiving a grant, to what level of income received would the disability grant be withdrawn? Some adult sufferers are placed on early pension and with inflation some pensions may not be adequate, what we need to find out what the impact of work and successful business will have on these pensions.

6.3.3 Disability Insurance Workshop: Not all insurance companies payout disability insurance and leave members in financial trouble and further disability insurance may be declined because of mental illness is then seen as a risk.

6.3.4 Medical Cover Workshop: Agencies funding medical cover are not always aware of the medical needs of the mentally ill and subsequently insufficiently cover their medical needs.

6.3.5 Social Workshop: This is a highly popular workshop between members as they arrange socials, sports, and entertainment and may develop social structures as an end user’s breakfast or dinner; even restaurants and social clubs can be formed.

6.3.6
Clubhouse Workshop: This workshop is closely related to the social workshop but the clubhouse may offer more tangible benefits such as a venue for management and self-help support groups, an employment center, accommodation for group and individual projects, canteen, venue for socials, ECT.

6.3.7
Accommodation Workshop: Most members are concerned about old age and to make provision for it as well as suitable accommodation, which may serve their needs. They may organize communes, group houses or if possible old age homes.

6.3.8 Frail-care Workshop: The aged community of service users has their own needs as their assets could not support them anymore. The need of medical services, old age homes, transport and other related needs need to be addressed by this workshop.

6.3.9 Psychosocial Education Workshop: Although much psychosocial programs are available by certain organizations, individuals and mental health professionals have indicated the need to communicate the latest research and unknown facts of their mental illness.

6.3.10
Fundraising Workshop: Most of the other workshops need finances to complete their work and fundraising will be necessary. It may consist of raffles, selling calendars and postcards of art and photographs obtained by holding competitions were among the proposals considered. These workshops can also search for sponsorships, donations and even bursaries to train members.

6.3.11 Education Workshop: Many of the end-users are illiterate and have little schooling and education above psychosocial education is needed in the field of socio-economic needs and how to run and manage businesses.

6.3.12 A state of emergency Workshop: During a state of emergency some vital centers and individuals in mental health may suffer. The idea is to utilize our voluntary manpower, skills and abilities to assist those centers, individuals and authorities.

6.3.13
Transport Workshop: Most end users has no own transport or could not even afford public transport. Some does not even have public transport in their area. This is one of the major drawbacks of the self-help groups. We are considering in forming transport clubs were those with vehicles can assist those in need in their immediate area. A small buss may be purchased when funds allow and it could be used between area self-help groups and it will also be useful for the social workshop and other needs.

6.3.14 Employment centre Workshop: An employment center is needed to coordinate with regional employment agencies and employers. Here we may need computers with Internet links. The same center can help with training of members and the management function.

6.3.15 A business and skills development workshop: Most members will have to develop their own business, some jointly or alone. They need education, recourses, skills training, venues and finances.

6.3.15.1.
One of the proposed projects associated to this workshop by Mr. Michael Singmin can teach people the following:
Turning A4 Paper boxes into 

- Filing systems

- Cd Holders

- A4 Copy holders 

- Toilet roll holder

Using bamboo poles to make

- Back scratchers, Tongs, Rain sticks

- Deer Chaser Water feature 

- Rubbish bag holder

- Valentine artifacts

Make Table Fountains

Teach water plumbing and irrigation systems

Grow plants with seeds and cuttings propagation

- The luffa plant is a vegetable but when it is old, it becomes a virtually indestructible cleaning sponge.

Wood work - Repair chairs & tables

Repair books

Teach knot theory.  

Use plastic bottles to make storage containers.

Pc training - Excel & Word

His approach is to use raw materials which are normally discarded is rubbish bins and this means most times that they are free. A4 corrugated card box boxes are used in their hundreds every day. Bamboo when established, grows rampantly and almost becomes a nuisance. All the products and services described above are potential income earners and builders of self esteem. His project is proposed separately by him for autonomy and to acquire funds from appropriate organisations and is in association to this workshop of the Phoenix Project.

6.3.15.2
Tshwane North College courses such as fabric painting and upholstery for example can be coordinated with this workshop to reach clients, to motivate and organise them and to help them to make use of their new found skill at to support their business initiatives.

6.3.15.3
CURAMUS based occupational therapist Mr. Zak Malepe currently run projects for the aged in the Eastern Cape (old Transkei). It consists of low cost subsistence farming. This idea can be developed to suite other rural communities of self help groups of mental health end users.

6.3.15.4.
Another source for helping to establish closed workshops and business is to utilise redundant or under utilised manufacturing equipment from state departments. These departments can shift these equipment inter departmentally which is favourable for the utilisation for the disabled and mentally disabled. Possible old buildings which may include old hospitals from the state can be converted in to small workshops.
6.3.16
Psychosocial Rehabilitation research Workshop: The Creato Theory is only one aspect of own research. We want to cooperate with other research in liaison with universities, institutes and other parties.

6.3.17
Management Training Workshop: We plan to train most facilitators and project managers out of own ranks and need a program and personnel to do so. Distant learning and onsite courses will be needed as well as follow up courses.

6.3.18
Self-help Support Group Establishment Workshop: Some members may want to assist facilitators and project mangers to establish new self-help support groups. This is an ongoing activity at most area and regional self-help support groups. (The attached Support Group Guideline has reference.)

6.3.19 Project Facilitator’s (Project Manager) Workshop: This workshop is allocated as the project manager committee of the regional and area self-help group and oversees all workshops and individual projects. They are also responsible to keep records and are the office of facilitators but they also report back to the self-help group, regional office and the national office.

6.3.20 Youth Workshop: The youth has their own needs such as addressing workshops at their level, educational and developmental needs. Therefore the youth can have their own clubs and workshops catering for them. It caters for the youth’s needs on primary, secondary and tertiary levels.

6.3.21 Visitations and Motivational Workshop: This workshop aims to motivate and support end users in hospitals, clinics and at home. Through visiting them or communicating with them through the telephone or letters.

6.3.22 Welfare Workshop: To help the homeless and under privileged mental health end users with the basic needs such as shelter, food, clothes and basic medical care.

6.3.22
 Art Workshop: Much of occupational therapy is art based and to further develop these skills learned is it necessary to develop this workshop according to member’s needs and facilities. An Art exhibition at he Centurion Art Gallery is planed for October 2004 and representative artists will be invited to participate. The first proposed agenda for formulating the steering committee in February 2004 is as follows: 
GALLERY EXHIBITION

Bipolar And Related Disorders (BARD)

LIST OF POINTS

6.3.22.1 Committee establishment (Example, people must still be approached.)

a. Mrs.  Magdalene Pretoruis (Technicon Pretoria/artist)

b. Mrs. Karla Mahrazi (Diploma/artist) End user

c. Mr. Andre Nell (Artist/writer) End user

d. Mr. Zak Malepe (Occupational Therapist/CURAMUS)

e. Mrs. Esmarie Vernier (VISTA Clinic marketing officer)

f. Mr. Jarret Clark (Artist/writer) End user

g. Mrs. Colleen Deacon (Chairlady of BARD) End user

h. Dr Anna Marie Potgieter (Art and Psychiatry)

6.3.22.2
Theme (We invest in your mental health)

6.3.22.3
Invitation of Artist (Should be representative of community and mental illnesses)

6.3.22.4  Centurion Art Gallery is booked for the first two weeks in October 2004. The deposit of R200-00 will be paid by Mr. Jarret Clark.

6.3.22.5  There is day fee of R50-00 for the cleaning lady which amounts to R700-00.

6.3.22.6  There is a charged fee of 20% on art work sold in the gallery

6.3.22.7  A contacts and pricelist need to be drafted

6.3.22.8  The transport and handling of Artworks

6.3.22.9  Opening catering must be sponsored

6.3.22.10 Sponsors for the exhibition such as framing of paintings, ECT.

6.3.22.11  Speakers need to be arranged for the opening. (Department of Health or Professor Lou Roos from Westkoppies Mental Hospital)

6.3.22.12  Invitation of guests (Such as the National Gallery, sponsors will play a role here.)

6.3.22.13  Funds raised need to be administered by BARD to make it an annual event and locate exhibition nation wide.

6.3.22.14  Media liaison (Fight against stigma and discrimination of mental illness)

6.3.22.15  Other matters arising

a.

b.

c.

d.

e.

f.

6.4
PERSONAL AND INDIVIDUAL PROJECTS

The “Firebird group” members each has on a voluntary bases his or her own individual projects which may be of psychosocial or socio-economic of nature. Their names are not mention due to confidentiality but some of their interests and projects are listed. This group was active in 2002 which was disbanded due to events disrupting the routine such as the World Summit in Sandton, transport problems of members and that of the facilitator’s who had to fund it out of his pension from Pretoria.


Other lessons learned were the need to constantly re-inventing the group to keep its members interest and have their participation. Therefore the development of workshops which are managed by fellow end-users and their co-opted members. This macro social environment of the workshops reflects itself in their personal and individual projects session as it concentrate on the individual according to the nature of their mental illness, abilities, interests and recourses.

It must be noted that the Phoenix Project is only a psychosocial rehabilitation assistance process and will recognize, refer and liaise with professional mental health care and will invite members to seek such help if thought needed. Individual projects operate on the principles of group therapy based on the remedial process which adjust it self according to its individuals cultural needs to include the communities of South Africa. The listed members of the “Fire Bird Group” are data taken from the year 2002.

6.4.1 MEMBER (A): He reads nature and matters of interest articles as a project and wants to work again in the field of economics in which he holds a degree. His main aim is relaxation and to be able to sustain himself. (Schizophrenia sufferer, age 38)

6.4.2 MEMBER (B): He loves music and can play piano and the keyboard; he records and creates his own music in the form of demo tapes. He would love to play in a band and is trying to create one or finding an existing one. He is also a skilled beekeeper but wants to know how it may relate to his illness if they stung him and he needs the resources and infrastructure to do beekeeping again. His whish is also to sustain himself. (Schizophrenia sufferer, age 32)

6.4.3 MEMBER (C): He is the facilitator of the group and requires more training. He establishes self-help groups and is the originator of the Phoenix Project and the Creato Theory. He was a photojournalist until being medically boarded and placed on early pension. He still does photography and wants to write short stories to prepare for a novel which he want to title “Little Foot a Life story”. (Schizophrenia sufferer, age 39)

6.4.4 MEMBER (D): She works as an estate agent and love to work on the advocacy workshop on matters against discrimination and stigma and is interested in the proposed silk-screening business. (Schizophrenia sufferer, age 32)

6.4.5 MEMBER (E): She does art mostly drawing and painting and sometimes jewelry. She designed the Phoenix Project logo, which was democratically approved by the group. (Schizophrenia sufferer, age 32)

6.4.6 MEMBER (F): He has currently completed his degree and (honors) in psychology and wants to study pharmacy. He is still a student and did work for the Schizophrenia Foundation of South Africa. He supports the facilitator with his expertise and was the proposer of the silkscreen business. (OCD sufferer, age 32)

6.4.7 MEMBER (G): He is a sport lover; he plays tennis and gives beginners English classes to youngsters. He currently joined the VIVA Youth College and intends to join our group later again. (Schizophrenia sufferer, age 28)

6.4.8 MEMBER (H): He studied English to teach immigrants passed and found work, he would love to attend the group but work has forced him to only consider being part of a new self-help group in the evenings. (Schizophrenia sufferer, age 32)

6.4.9 MEMBER (I): She loves to study further and has many interests, mostly in art and she has mentioned disaster management. She currently joined the VIVA Youth College as a student and may be part of our group again. (Schizophrenia sufferer, age 18)

6.4.10 MEMBER (J): She love to do fabric painting and painting of ceramic ware such as cups, she is looking for work as a receptionist and is interested in the silkscreen business. (Bipolar sufferer, age 40)

6.5 The initial bases of the Phoenix Project falls under the jurisdiction of Department of mental health, therefore aims this project to establish and develop self help groups for mental health end-users through psychosocial rehabilitation assistance and socio-economic upliftment to re-integrate in to society. The workshops are only managed by organizing these groups and also financially manage to portions we are responsible for. But workshops have their own needs which is specific projects that is clustered under the Phoenix Project as a central management point.

6.6 These workshops or projects can other wise have their own autonomy according to project implementation, project management, operation, resource management, marketing, production and cultural management. Workshops also may fund and managed jointly by other government department requirements, organizations and individual requirements.

6.7 The Phoenix Project only aims to establish and develop the responsible central organization of these self help groups of the mental heath end-users with the help of psychosocial rehabilitation assistance and socio-economic upliftment with the association of professional mental health and caring community. To do so the Phoenix Project (clubs) self help groups work together and make use of mental health professionals in their area for the professional monitoring, training and evaluation process.

6.8 Watchdog organizations such as the Schizophrenia Foundation of South Africa and the Depression and Anxiety Support Group are also encouraged and used. Joint operations to render service are coordinated with organizations such as CURAMUS and similar organizations in the SA Police Services, government services and the private sector.

6.9  Through effective and financially viable workshops (projects) does the Phoenix Project aim to subsidize its own activities to prevent to become solely reliant on the state for funding. With efficient workshops, projects and management can the Phoenix Project once established utilize allocated recourses for the further establishment and development of self help groups and workshops (projects) in the community with the re-integration of mental health end users.

With this action the Phoenix Project prevent the ever increasing demand and rise of state funding by subsidizing it self through joint operations with the community, donations, affiliation and membership fees, sponsorships of its members, investments of recourses, closed and open workshops, allowed non profit businesses and partnerships.

7 Mission Plan for 2004

7.1
The Proposed Operation


FIGURE 1: Proposed Structure for 2004


[image: image1]                                                                                                           

7.1.1 The proposed structure allows for one full time facilitator (project manager) which is responsible to establish the Phoenix Project with the assistance of the BARD board members to which he must report.

7.1.2 The Phoenix Project manager currently work from his office at home and would continue to establish the phoenix Project even if the proposal was not yet approved by government for funding.

7.1.3 The facilitator’s area group is established with the help of social workers from Guateng North Mental Health and the local government’s Rehabilitation Program who will identify the trainee facilitators for the five self help groups to be established in the Tshwane community.

7.1.3.1 A support group guide manual developed by the Schizophrenia Foundation of South Africa with the Phoenix Project manager’s assistance attached can be of help as an introduction in establishing the self help groups. Lectures can be prepared by introducing speakers from the mental health professional fraternity which may offer their services. The Phoenix Project Manager must facilitate this liaison.

7.1.3.2 The advisory committees from the community and mental health professionals need also be established in conjunction to the groups. This is also the responsibility of the Phoenix Project Manager. These advisory committees and suggestions by the Department of Health can help with the facilitators training syllabus and requirements.

7.1.3.3 The facilitators must currently work voluntary until a scale of remuneration can be established and a budget for it can be funded.

7.1.3.4 The Phoenix Project Manager must also facilitate the workshops of Facilitators training, Self Help Group Establishment, Social, Advocacy, Art and Skills and Business, until other members can take it from his hands and establish other workshops for which they have found a need.

7.1.3.5 The venue for the Facilitators Area Group is made available by the CURAMUS offices at 1 Military Hospital based at Thaba Tshwane. A municipal bus route is available and a board room.

7.1.3.6 The above mentioned venue may also be available for the Pretoria central self help group as long as one and more of the CURAMUS members are part of the group and it is during working hours of the CURAMUS officials.

7.1.4 The Centurion and Pretoria East groups can also be established by the Phoenix Project Manager as the Vista Mental Health Clinic can provide their board room after hours for the Centurion self help group. The Pretoria East group can be established in conjunction with the Tswane Bipolar Association’s venue at the Menlyn based Lions Club during their meetings.

7.1.5 The Attrigeville and Lauduim groups are cultural specific the facilitators provided by these communities must help the Phoenix Project Manager to establish their self help groups and find suitable venues. These venues may require to be financed and a budget should be provided.

7.1.6 The Phoenix Project Manager although responsible to start the first six workshops must hand over the Skills and Business, Social and Art workshops over to facilitators and their co-opted members. So that he can concentrate in training facilitators and the establishing of self help groups by assisting in their meetings.

7.1.7 Because the Phoenix Project Manager must liaise with the community and mental Health professionals and report to the BARD board is he also the most suitable for facilitating the advocacy workshop.

7.1.8 It does not mean that the facilitator is responsible for workshops that other facilitators and self help group members can not have shadow workshops which is related. It must be encouraged so that they can service their own needs and help to reduce the work load on the Phoenix Project Manager. The more successful in lessening the load will allow the Phoenix Project Manager to address other problems, reports and future establishment of other self help groups to service needy end users in the ideal to nationalize the system.

7.2 The workshop phase is primary based at a low level on the Cognitive Behavioral Therapy (CBT) which lends it to most managerial theories and practices which is our idea to reintegrate end users in to practical society. But a more Cognitive Remedial Therapy (CRT) basic process and methods are used during the individual project phase of group therapy to allow for a more personal touch. The utilization of the two different approaches allows that in one meeting we can cross-pollinate the real world of the community to the real world of the end user to understand how to reintegrate end users back into our community effectively. It gives the facilitator insight to what his or her member’s problems and abilities are and how to utilize them both in the workshop process and individual project phase for further development.

7.3 The Phoenix Project clusters not only other NPOs in joint operation it also allows other interesting parties to operate under the NPO’s own umbrella of Bipolar And Related Disorders (BARD) which currently operate under the Tswane Bipolar Association  as NPO number _____________. We need to develop the expertise through training monitors and evaluators for the Phoenix Project’s (clubs) self help groups to give accurate reports. But it should be noted that much of these expertise are available as already employed government paid professionals such as social workers and occupational therapists who can render their services which may be subjected to the conditions of their appointment and would not incur the Project or the state more costs.

7.4 Other private professionals such as occupational therapists, psychiatric nurses, clinical and social psychologists, psychiatrists and industrial psychologists who may involve them in our labour related workshops may have to be remunerated. Other professionals in the community for instance in management, financial services, business development, artists and other related professions rendering a consultant service must also be remunerated. This may be done if the original workshops and their projects correctly budgeted in their proposals under the right fully jurisdictions of the relevant government departments and organizations.

7.5 The main target group of the Phoenix Project is the mental health neuro-biologically ill end users who is scheduled by this project to have joint weekly meetings to facilitate not only control but facilitate psychosocial rehabilitation assistance and socio-economic upliftment, The end users however have family, partners, peers, managers, employers and other community carers who have to be informed and educated on the needs of the end users. For this they may form a community advisory support group in conjunction to the end users self help group. Professional mental health care also need to be informed and involved in the Phoenix Project and its self help groups to advise proper assistance of those who is still mentally ill and stabilized end users. They too can establish a mental health professional advisory group in an association to their relative self help group of end users.

7.6 Both the community and mental health professionals advisory support groups are important to successfully facilitate the Phoenix Project’s workshops, projects, individual projects and meetings. They can be informed by media such as news letters, brochures, pamphlets, media releases, open days and other organizational structures which participate in the Phoenix Project’s programs such as independent monitoring, research and evaluations.

8 Monitoring

8.1 This year 2004’s proposal is designed to establish five self help support groups and one facilitators area training group. The facilitators group must first be established, developed and trained. It consists of two facilitators appointed from each of the proposed self help support group areas. These casually appointed facilitators need in return establish their designated self help support groups according to their cultural and members needs. A full time facilitator which will run the facilitators area training group and the Phoenix Project must support these facilitators in establishing their groups.

8.1.1 The initiative of the permanent Phoenix Project can be maintained by providing services for mental health neuro-biological end users through workshops and individual projects by motivation, psychosocial rehabilitation assistance and socio-economic upliftment. It is a voluntary based and indefinite developmental service to reintegrate end users in to the community. Each area self help group must constantly redesign itself and keep to their members needs, abilities and resources. The Phoenix Project will annually update its requirements and proposals according to its annual report.

8.1.2 To ensure that this happen must facilitators be identified , remunerated as casual labour, trained and be assisted by a competent full time facilitator and Phoenix Project manager. That is available on a flexi time bases during the day for day and night groups. These area self help groups need to liaise and visit each other not only to support facilitators and work on joint workshops or projects. But to develop the facilitation process from lessons learned by other facilitators and members

8.1.3 The Phoenix Project is so designed to cater for most of its members needs, from cultural, ethnic, age, to local markets and resources. It can also operate on day and night group meetings to cater for the employed and unemployed or those who have transport problems or otherwise hampered for attending.

8.1.4 The Phoenix Project will follow itself up on annual bases after its annual report but it remains a permanent project whose current aim is to establish five permanent self help groups for end users in the Tshwane area and hope to later develop into a national organization.

9 Evaluation

9.1 The evaluation of the Phoenix Project is considered in three levels.

9.1.1 Level 1: This is mainly a monitoring process of the continual activities of the self help groups, facilitators, management and end users. The workshops as sometimes require can do their own monitoring  which their representative report or submit at the Phoenix Project’s self help groups weekly, monthly, quarterly and annual meetings. This includes project managers and facilitators and financial reports. Jointly with self help group meetings are their associated observers such as the community advisory and support groups. These community monitors can assist as observers at end user self help group meetings and have their observations minuted and approach the higher levels and board of the Phoenix Project organization. The Phoenix Project annual report should be a brief and accurate summery of this monitoring

9.1.2 Level 2: Because of the professional nature of psychosocial rehabilitation assistance process and the socio-economic upliftment workshops and confidential individual projects need each organization or self help end user group in the Phoenix Project be professional evaluated to ensure its future progress. These reports can be drafted and submitted by qualified mental health professionals at a weekly, monthly, quarterly or annually bases , and can be done by professionals such as occupational therapists or social workers which may be subsidized by the state or in private practice. A consultancy fee need to be fixed as well as the frequency of the reports

9.1.3 Level 3: This level is reserved for in-depth evaluations which can be done by research and enquiry teams. The Phoenix Project welcomes research not only to evaluate its operation but help to develop it into a better service. Therefore does we made provision to assist these teams in our research workshop.

9.2 The problem of evaluations may be presented in future rural areas where mental health professionals are not readily available either those employed by the state or in private practice. Special evaluation task teams can be established to provide accurate evaluations of these rural self help groups. Provision for remuneration should then also be made if necessary by the budget. This however is still an action of the future.

9.3 What all evaluations also need to address:

9.3.1 Did the project or workshop meet its objectives?

9.3.2 How has the project or workshop impacted on those involved in it?

9.3.3 Indicate in the evidence of the three levels of evaluation where possible, how the project or workshop has helped to build the capacity of local organizations and self help groups for end users and has strengthened their ability to play a fuller role in their respective communities.

9.3.4 Were the inputs (for example human and material resources) sufficient to meet the aims of the project?

9.3.5 Refer to advisory committees of both the community and professional mental health care checklists and reports for further information.

9.3.6 Evaluate other activities such as cost implications, evaluations and budget management.

Appendix X

LOSS – GRIEF/TASKS OF MOURNING

Mourning is the adaptation to loss.

Mourning is a process; not a state.

There are four tasks of mourning.

Task # I 
To accept the reality of the loss.

This means accepting that reunion (in this life) is impossible. The mourner may exhibit searching behaviour e.g. call out for the lost person or briefly misidentify someone in the street as the lost loved one. The mourner may deny the death of a loved one through some type of denial. Denial can be practised on several levels, and take various forms, but it often involves either the facts of the loss, the meaning of the loss, or  the irreversibility of the loss.

Task # II
To experience the pain of grief.

The mourner must work through the physical and emotional pain of loss, otherwise it will manifest itself through some symptom or form of aberrant behaviour. Anything that continually allows the person to avoid or suppress this pain can be expected to prolong the couse of mourning. Friends, mates, society may give the subtle message “you don’t need to grieve”. This is related to their being uncomfortable with the mourner’s feelings. The mourner may short circuit task number two by avoiding painful thoughts or by travelling from place to place. They need help to complete this difficult second task so they do not carry their pain throughout the rest of their lives.

Task # III
To adjust to an environment in which the deceased is missing.

In any bereavement it is seldom clear immediately what is realy lost e.g. Survivors may resent having to take on new roles and develop new skills and may promote their own helpnessness by not doing so. Not adapting to the loss will interfere with the completion of task number three.

Task # IV
To withdraw emotional energy from the deceased and invest it in  life and/or another relationship.

Many misunderstand this fourth task and need help with it, especially in the case of the death of a spouse. 

They may persieve withdrawing their emotional attachment as dishonouring the memory of the deceased.

It is impossible to set a definitive date for the completion of the Tasks of Mourning – one benchmark of a

 completed grief reaction is when the person is able to think of the deceased without pain. The sadness 

remains, but the wrenching quality is gone. The grateful acceptance of condolences is one of the most 

reliable signs that the bereaved is working through mourning satisfactorily.

FOUR NORMAL GRIEF BEHAVIOURS ARE:

1. Feelings

2. Physical sensations

3. Cognitions

4. Behaviours

Feeling – Sadness is the most common.

Anger is often present. This feeling can be confusing for the survivor if anger is not adequately acknowledged. It can lead to a complicated bereavement. This anger comes from two sources:

(1) The sense of frustration at being powerless in preventing the death.

(2) The kind of regressive experience that occurs following the loss of someone close. 

A risky maladaption of anger is turning the anger inward. The feelings of guilt and self reproach (often irrational) can be mitigated through reality testing; unless the grieving is complicated,

Anxiety may range from a brief sense of insecurity to a strong panic attack. The more intense and persistent the anxiety, the more it suggests pathological grieving.

Loneliness is related to the loss of a close, day to day relationship.

Fatigue may be evidenced by apathy, listlessness.

Helplessness – a close correlate of anxiety and often present in the early stage of a loss.

Shock – experienced most often in the case of a sudden, or unexpected death.

Yearning – a normal response to loss (often associated with searching behavior)

Emancipation – may be a positive feeling if the survivor has been dominated or tyrannized by the deceased.

Relief- especially if there has been a prolonged, painful illness.

Numbness – early in the grieving process there is a lack of feelings; this protects the person from being overwhelmed by a flood of feelings.

The above feelings are associated with normal grieving. If they persist for an abnormally long time and are excessively intense it may portend a complicated grief reaction.

Physical Sensations

Hollowness in the stomach

Tightness in the chest and throat

Hypersensitivity to noise

Sense of depersonalization

Shortness of breath

Weakness in muscles, dry mouth.

Cognitions

Disbelief

Confusion, with difficulty concentrating

Preoccupation – obsessed with thoughts of the deceased, often of how to recover the lost one.

Sense of presence – feeling that the deceased is still present.

Hallucinations – may be visual and/or auditory. Usually transient.

Behaviours

There are a number of specific behaviours associated with normal grieving and these behaviours usually correct themselves over time.

Sleep disturbances

Appetite disturbances

Absent minded behaviour

Social withdrawal

Dreams of the deceased

Avoiding reminders of the deceased

Restless overactivity

Crying

Visiting places or carrying objects that remind the survivor of the deceased.

Treasuring objects belonging to the deceased.

Abnormal Grief Reactions

Complicated Mourning
Complicated bereavement is the intensification of grief to the level where the person is overwhelmed, resorts to maladaptive behaviour, or remains interminably in a state of grief without progression of the mourning process towards completion.

Following is a list of some of the factors related to complicated mourning.

Relational Factors: The most frequent type of relationship that hinders people from adequately grieving is the highly ambivalent one. The survivor may experience excessive amounts of anger and grief. Another type of relationship that causes difficulty is a highly narcissistic one, whereby the deceased represents an extension of oneself. To admit to the loss would then necessitate confronting a loss of part of oneself, so the loss is denied. Highly dependent relationships are also difficult to grieve.

Circumstantial Factors: Circumstances surrounding a loss are important to the determination of the strength and outcome of the grief reaction.

Appendix XI

GROUP TOPICS FOR DISCUSSION

The following are areas for discussion. There is no distinct order (except for group one – introductions). You may want to combine two or more topics in one session. It is important, however, that most of these topics be addressed in some fashion for the benefit of the total group. There may be other issues particular to each individual group.

Introduction

Telling their story re their child’s illness or events leading up to it.

Each story has personal meanings for each family.

How Do You Get Through the Day?

How has your day changed since your child has been ill?

Do you prefer to be at home or out of your home (haven or horror?)

Housekeeping, shopping, sleeping (too much or not enough, ect.)

Entertaining, reading, sitting, and staring into space.

Difficulty concentrating at work or work is an escape.

Will I ever feel joy or be happy again?

Social Relationships

Small talk

Expectations of ourselves and other people.

Difficulty in having fun.

Not fun people any more.

Other people’s problems are seen as less significant.

Resentful of social obligations

Friends back away due to their inability to cope with our pain – it renders them helpless in helping us.

The illness frightens our friends as they fear it touching their families.

Entertaining as an outlet, or as a chore.

Feel labelled and that everyone knows; or that no one knows.

How can the world go on when my child is so ill?

Suicide: always a risk.

Wills and Estates: the future of our child when we are gone.

Grandchildren: joy or fear.

Relationship with Spouse

Unable to support each other – each one hurting.

Responding to grief in different ways: talking a lot, working a lot, playing a great deal, or conversely, withdrawing.

Fearing a sense of loss of control.

Talking about things, and not feelings.

Being strong for your spouse – stiff upper lip.

Inability to be comforted.

Blame spouse for real or imagined reasons; e.g., not being a good mother or father, or blame each other’s families, genetic background.

Sexuality

Three in a bed.

Desire to be held, but not touched.

Tension release.

Cannot do anything pleasurable.

Relate to child as it was conceived this way.

Resentment of having to meet someone else’s needs.

Used?

Siblings

The siblings often feel that they have been left out.

Other child(ren) fears he/she may also become ill.

Difficulty in school, or conversely, immerse themselves.

Avoid being at home or some don’t want to leave – feel stigmatized and do not want to bring friends home.

Children Towards Parents

Overprotect parents – don’t share feelings.

Try to fill the empty space.

Afraid a parent will become ill.

Their security is threatened by parents’ inability to cope.

Sometimes a role reversal, when child becomes parent.

Assuming household tasks and parenting other children.

Feeling guilt.

Could the sibling feel intimidated by the parent sho seems to be coping too well?

Parents Towards Children

Parents overprotecting children; fear for their safety, protect them from life.

Concerned with how they are grieving; sometimes focus on child’s grief and not their own.

Children become possessions initially, without love, to prevent parent from being hurt again; parenting is a burden.

The wrong child is ill; makes them a target for anger.

Extended Family Relationships

(grandparents, aunts, uncles, brothers and sisters of parents)

Grandparents unable to alleviate their pain or to understand.

Helplessness of parents to see their adult children in grief and anxiety.

Pressure to grieve a certain way (parents know best).

Talking about the child is usually avoided so no one gets upset.

Inability to deal with pain – so may stay away.

Anger/Guilt

Depression – anger turned inward.

The fact that the child is ill is reason enough to be angry.

All consuming negative emotions; don’t recognize ourselves fearful, “Who am I?”

Real guilt; things we actually did or did not do and wish we had done.

Contrived guilt; things we make up; e.g., feeling responsible for child’s illness.

Have to be nice person and express anger also.

No control of our feelings.

Erratic mood swings.

Misdirected anger, e.g., kick-the-cat syndrome.

Emotional Unrest

Highs and lows; roller coaster emotions.

Unexpected tears causing an embarrassing situation makes us fearful of social situations.

Fear of going crazy because of instability.

Inability to make decisions.

Closing down; not feeling; if you don’t feel you can’t be hurt.

Supports and/or Belief System

Medications and alcohol.

Friends who understand.

Reading.

Writing down thoughts and feelings.

Compulsive behaviour, e.g., shopping, driving.

Nature; e.g., crashing waves, wind, rain (anger), or soothing effect of gentle waves.

Physical activity; e.g., going to church, support of people in the church, spiritualism, faith in God as support.

Exit Interview

In second to last group before final session. Relive and review significant events of group. Assess what the group has accomplished and what it has meant to each member.

Final Session

Saying goodbye is never an easy task, especially when it signals the end of something that has been important to one’s life. The facilitator must be alert to the significance of separation and termination to the group and help to make them opportunities for growth.

Encourage the group to keep in touch or meet on their own. Often social gatherings are planned for later.

What families can do to help

· Be natural rather than doing the right thing

· Help create new and appropriate dreams

· Revise expectations

· Speak clearly, directly and be specific

· Don’t misinterpret the lack of response – allow the patient not to answer

· Listen patiently and respectfully even if it does not make sense

· Set limits – have reasonable rules

· Do not set limits you cannot carry through

· Express feelings in a matter of fact manner

· Pace yourself – rest yourself

· Have recreation, socialize, take holidays

· Do not be preoccupied with the ill member

· Establish an emotional distance

· Accept your own feelings of anger, grief, guilt, panic and helplessness

· Don’t waste time on self blame. This is a biological illness.

· Appreciate the slow process – the inches… thus decreasing feelings of discouragement and hopelessness

· Don’t be guided by patient’s chronological age

· Inform yourself fully on the nature of the illness and its treatment
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(GROUP MEMBERS … please fill out.)

GROUP NAME ……………………………………………..

Name …………………………………………………………………………………………………………

Address ……………………………………………………………………………………………………….











Postal Code

Phone Number …………………………………………….. 
Age ………………………………………..

Education level:  High School ………………   College ………………  University ………………… Other

Name of Relative ……………………………………………………………………………………………...

Relationship to Group member ………………………………………………………………………………..

Age now …………………… Age at onset of illness ………………………………………………………...

Presently living at  …………………………………………………………………………………………….

Present medication:

…………………………………………………………………………………………………………………

…………………………………………………………………………………………………………………

…………………………………………………………………………………………………………………

…………………………………………………………………………………………………………………

Hospitalized:
When?





Where?

…………………………………………………………………………………………………………………

…………………………………………………………………………………………………………………

…………………………………………………………………………………………………………………

…………………………………………………………………………………………………………………

Length of Illness: ………………………………

Day involvement:

Work ……….. Training ……….. Both …….Neither ……….. Other ………

Premature Birth ………………. Difficult Birth ………………… Drug use …………………………….

High fever in early years …………………. Sibling ………………. Age ……………. M …… F …….

…………………………………………….. M ……………………. Age ………………………………
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BRANCHES OR CHAPTER DEVELOPMENT OF GROUPS

SUGGESTED POSITIONS

Chapter positions should consist of President, Vice-President, Secretary, Treasurer and Committee Chairpersons. Depending on the responsibilities, volume of work and other considerations, positions of Secretary/treasurer may be assumed by one person. Committee Chairpeople may be appointed when needed as outlined below. Assigning leadership positions and having committees set can spread the work more evenly and keep your group organized. Three rules of thumb should be remembered.

· Everyone needs to know what each position involves (job description needed)

· Ensure that each person is interested in and willing to fulfil the tasks involved in his/her position

· Everyone shares information and works as a team

1. Some suggested job descriptions when recruiting for positions.

a) Secretary/Treasurer

· Takes minutes of the Chapter’s annual meeting and any executive meetings held

· Keeps an organized record of the Chapter’s minutes, correspondence, reports and lists

· Writes the Chapter’s correspondence as directed by the President

· With the President, keeps the chapter members/provincial/national well informed

· Makes sure that Chapter funds are carefully handled and keeps the record of Chapter activities

· Keeps accurate records of all money received/spend by Chapter

· Presents the financial report at Chapter’s Annual General Meeting and any executive meetings held

· Is a signing officer of the Chapter’s bank accounts

· Orders all Chapter supplies

b) Vice-President

· Shares duties of President and usually takes over from President

· May chair one of the committees or have a special task (newsletter editor for example) if Chapter numbers are small

· Learns the role of the president to prepare for taking this on

· With the President, coordinates committee activities

· Chairs Chapter and executive meetings at president’s request

· Helps recruit volunteers to work on committees

c) President Or Chapter Chairperson

· Calls Chapter meetings and executive meetings regularly or as needed

· Sets the agenda for these meetings (decides what needs to be discussed in advance)

· Chairs the meetings (focuses the discussion on the agenda, encourages input from others, looks for agreement, makes sure key decisions are made clearly, summarizes the tasks everyone has agreed to do)

· Works with other executive members to recruit volunteers for committees and vacancies in the executive

· With the secretary/treasurer, ensures that Chapter members and provincial/national offices are well informed of Chapter activities (advise national and provincial offices of names and addresses of your executive members. The provincial office should have a membership list that is updated regularly)

· Represents self-help group at official functions and special event or designate someone

· Ensures the Chapter is working within the regulations and goals of the Self-help Group Forum.

· Attends some provincial board meetings and the AGM

Self-help Groups offer the opportunity for those who are mental health care users or those who have love ones with schizophrenia, bipolar and other disorders to meet with others and share experiences, knowledge, strengths and hope and work together to make a dream come true. This mutual helping can be started by ordinary people with a little bit of courage, a fair sense of commitment and a heavy amount of caring. 

Appendix XIV

ADVOCACY

The Who, What, When, Where, Why and How

Who is an advocate?

An advocate is anyone who cares enough to get involved in behalf of a person, concern, or cause. Advocates for the mentally ill are other mental health care users, parents, spouses, children, siblings and friends. Concerned citizens, volunteers, recovered patients, attorneys, and mental health professionals and paraprofessionals can be advocates too. You are at least a potential advocate.

What does an advocate do?

An advocate helps another person get what he or she wants. Advocates promote legislation. You investigate, educate, lobby, and seek additional budgeting. An advocate speaks up where others haven’t can’t or won’t.

What does an advocate advocate?

An advocate moves into action when he or she feels that not enough is being done for the person or cause that concerns him or her, or when something very specific comes to light and demands a response. It’s a year round process. You talk to members of elected bodies all year so when it comes time for voting they know exactly where you stand. You keep the issue in the public eye through the media so no one forgets you are there. Mental illness doesn’t go away, and neither should its advocates.

Where does an advocate advocate?

An advocate advocates at City Hall (municipality), in the Country Courthouse (provincial legislator), State House (parliament), in Community Mental Health Centres, and in hospitals. You use the media. You speak at hearings, meetings, and assemblies. An advocate goes where the people who are in a position to change things are.

Why does an advocate advocate?

An advocate advocates because he or she cares. You assist mentally ill citizens in getting their needs addressed. You right wrongs, provide protection, ensure rights, and encourage a more humane and responsive system. An advocate is there for mentally ill citizens because all too often the system is not.

How does an advocate advocate?

An advocate advocates by gatering information, gathering forces, and making a strong case for the mentally ill citizens he or she represents. You write letters. You educate the public. You get on citizen advisory boards. You contact the media and get them to pick up your story. You put together a model program and show how it can be done right. There is strength in numbers, and although you can be quite persuasive on your own, you may find that many hands will make lighter work.

· Is this a local issue, or does the province control this aspect of services for the mentally ill? Who makes the decisions about mental health care? How are those decisions made? To whom do you take your suggestions? Your advocacy will be most effective if you address yourself directly to the person or people who are responsible for mental health facilities and services. 

· How can you become a decision maker? Is there an opening on an advisory board for which you are eligible? Do task forces exsist with which you can work? Is there a citizen’s committee at the Community Mental Health Center? See if you can get a foot in the door. Your job as an advocate for the mentally ill will be made much easier if you can work from the inside.

· What is the “other side’s” position? Who takes that position? Why do they take that stand? What facts do they rely on? How does your version of the facts differ from theirs? Learn all you can about how the other half thinks. If you can confront their arguments directly you will be a much stronger advocate.

· What remedy would you like to see? How would you go about putting it into action? Whom will it involve? Whom will it effects? If you can present a viable alternative to the existing system, you are more likely to persuade people that the system is worth changing.

HINTS

· Head for your local library. Librarians are a great resource. They will be able to point you towards directories, resource books, newspaper files and archives. This material will help you get a feel for the history of the issues that concern you. It will also tell you where people stand, and what’s being done.

· Become a member. Seek out and join your self-help group or mental health forum. If there is no local affiliate, take steps to organize one. You will have power in numbers.

· Keep records of phone conversations, appointments, and letters. This will help you keep track of your progress and will serve as a handy reference and can help identify where you got a particular bit of information.

· Take notes when you talk to people so you’ll have an accurate record of what you and they said. Make sure you have people’s full names, titles,  and phone numbers in case you want to contact them again.

· Get copies of the materials and literature you find – minutes from meetings, budgets, personnel policies, other policy manuals, departmental publications or planning documents – anything that you may want to consult again, or at least have on hand.

· Get on a committee. The more involved you can be from the inside, the better. You will have access to information that might be hard to come by otherwise, you will have the advantage of an immediately available audience so you can be heard. Most citizen advisory committees are made of people just like you – people you have concerns and want to see something done about them.

· Be nice and assertive. You have a right to obtain information about the services provided for the mentally ill, but your search and efforts will be much more enjoyable if you are courteous in your requests. Don’t shrink from asking for what you want, just pleasantly stick to your guns.

Step Two: Carrying it Out

Advocacy is a sterile, bureaucratic word for fighting for what you believe in. Your efforts to make a difference – your advocacy – can take any number of forms. It may be that one form will be more comfortable and/or effective for you. Consider all of your options before you decide which course to take.  Divvy up responsibilities. You may be especially good at letter writing, while someone else is particularly quick on his or her feet and wants to make public presentations. The more visible you are the better, so don’t rule anything out too soon.

· Communication: One of the most important things for you to do as you are starting out is to think of all of the people you know that might have the slightest interest or expertise in the mental health field. Start telling them what is on your mind. Get people talking about mental illness and keep them talking about it. Keep like-minded people up to date on what you are doing. Use telephone trees to pass the word when you have something special planned (like a lecture, or a TV special). Use the media, especially Public Service Announcements, and public listings (in newspaper, grocery store, library, bus stop, ect.). Suggest your local library stock some new books on mental illness. Provide the librarians with reading lists you have found helpful. Anything you can do to make information available to the public will help in educating your community. The more people talk about mental illness, the more they think about it, and the more they think, the more likely we are to see some changes. Bring mental illness out of the closet and into the public arena where it belongs.

· Letter writing: Your letter will look most persuasive if it is typed, neat, and not too long. Go straight to your point. Be specific. Provide exsamples and possible remedies. Do not apologize for taking up the recipient’s time, or for your demands. Ask to be given an appointment time when you can talk face to face. Set a deadline for a response and stick to it. If you are requesting information, allow as much as four weeks for the requested data to be assembled but no more.

Here are some of the different kinds of letter writing you may want to pursue:

Letters to Program Administrators – The first place to start in writing letters is with the people or person who is in an immediate position to do something about your concern. Write to the hospital administrator, to the community mental health program director, to the commissioners who decide on budgetary allocations, to the mayor, M.E.C., Member of Parliment. Tell these people about your concerns. Back up your argument with facts, what is and is not being spent on the mentally ill, what actions have and have not been taken by the existing system, what the public has been promised but has never seen.

Letter writing campaigns to Political Figures – You may want to organize a letter writing campaign in which one legislative board or organization is targeted to receive many letters all addressing one issue. Provide participants with a brief outline or summary of what issues they should address in their letters, give the correct name, title and address of the intended recipient, and let the mass of correspondence speak for itself. You may want to start with every of your support group writing a letter, and then spread out to your friends, co-workers, neighbours, ect. Again, use your facts to make your point.

Letters to the Editor – You can “go public”   with your concern by writing a letter to the editor. Use the media to acquaint more people with your concerns. If you get no satisfaction from your attempts to engage the political or administrative figures in charge of the programs that concern you, tell the public trough the newspapers. Write a concise, personalized letter to the editor of every newspaper in your area. Sign your letter: you will have a better chance of getting it published because your signature will indicate that you want to identify yourself fully with the cause you espouse.

Open Letters – You can voice your concerns via an open letter too. Address the letter to a specific political or administrative figure, but send it to the news media for publication.  Your council members will hear in on the local radio station. This is a good way to get lots of attention to your cause, and is especially productive if you have gotten nowhere in your more direct letter writing efforts.

Lazy Letter Writing – Try the telephone. Keep an up-to-date list of the phone numbers and addresses of all elected officials, particularly those who are involved in mental health issues. When you call you may not get the politician, but you can reach an aid or top assistant. Know you issue, and present it in as efficient and clear a manner as you can.

· Education: You can gain a great deal of support of services for the mentally ill by educating the public. If the general public begins to understand the medical, biological needs of the mentally illl, they will be more understanding of your demands for service. Political figures, administrators, journalists, and TV personalities could all stand to learn something about mental illness. You are, by virtue of your personal experience, something of an expert on mental illness. You can teach others.

Seminars – Organize a class to discuss mental illness. You may want to approach the adult education facility in your area and ask them for a time and location that you can use, or make arrangements to use a local school’s auditorium or cafeteria. Churches are often willing to rent space for social/educational programs. Or use your living room. Invite the public to come hear what research has learned recently about mental illness, its prognosis, its treatments, its needs. See if you can get someone from a local mental health centre to participate, or have a professor or psychiatrist come to speak. Offer discussion time during which participants can ask questions and share thoughts on mental health and mental illness. The more discussion you can generate, the more people will learn. The more people learn, the more open they are to new programs, and to letting go of the stereotypes they carry around.

Speakers Bureau – Organize a speakers bureau by compiling a list of all the people you know share your concerns and are willing to talk about what they know about mental illness. Include family members, clergy members, mental health professionals, researchers, teachers. Make your list available to churches, civic groups, public libraries, schools, the media and anywhere else you think might have a reason to want to contact a speaker. Make it clear that you want to talk about mental illness and look forward to being contacted. Have the people on your list prepare outlines of the topics they can discuss. This will enable you to indicate which speaker might be most appropriate for a particular audience, and will help the speakers prepare themselves for the actual speaking.

· Legal Advocacy: Working through the legal system may be your only means of achieving the change you want. Find out what legal rights exist for the mentally ill in your community. Are those rights being granted? Are the mentally ill getting all the services to which they have rights? The legal system should have some provision for equal treatment of family members during the commitment process. If no such guarantee exists, explore ways to ensure guardians’ rights at the commitment hearing. Legal action can be expensive, so look for a lawyer who can do pro bono work for you. Contact legal Services or a public defender who can advise you on the remedies you can seek if rights are not being acknowledged.

· Model Programs: Your most eloquent arguments for change in the present system will be your examples of existing successful alternatives. If you can show the public, the administrators, whomever, that you have a viable alternative program already functioning you can demonstrate the superiority of your way. You may have accomplished improved quality of services, more efficient use of funding, a greater quality of life. These gains will not be lost on the observer. Have available detailed descriptions of what you have done, the cost benefits, the projected budget, the actual services provided. If you don’t have a model program of your own, do some research and find out if someone else does. You can show what someone else has accomplished elsewhere to demonstrate what you would like to see done in your area. Again. Get specific details on how the program was achieved, where the funding came from, and what other special needs had to be taken into account. Show these figures to the mental health Department planners, or your local Mental health Centre’s director. Proof  that someone else has made a new program work is often of great comfort to an administrator who is being asked to consider changes in his or her way of doing things.

· Media: Engage the local media. Write or call a local journalist whom you know to have done human interest or health stories. Ask him or her to consider doing a story on your group, on the conditions in the local mental health centre, on current research programs, or on the mentally ill homeless in your area. Do the same with local TV personalities. Invite them to come to your halfway house, or to sit on a meeting you are having. Send them literature about your group, about recent research findings, about the efforts you have made to change the system. Stories about ordinary people fighting the system capture the public’s attention. Don’t hesitate to let people know that you are out there fighting for changes for the mentally ill people you love.

Media Watch – Keep an eye on the local media. If they run a program or story that perpetuates stigmatizing stereotypes about mentally ill citizens, let the offending TV station or newspaper know you object. Inform them of accurate sources of information so that they do not repeat their mistakes out of ignorance. Offer to sit down with media personalities and discuss your position. Demand that the media remain accountable for the images they create and perpetuate.

Positive Reinforcement – When a local TV or radio station or newspaper does an especially good job at covering schizophrenia research or a new program for vocational retaining of recovering mental patients or local efforts to help homeless mentally ill citizens, let them know how much you like it. A little positive reinforcement will go a long way, and the journalist will be more likely to cover a similar story again if he or she knows it got a good reception.

· Lobbying: Make it a point to have regular contact with your elected officials. When it comes time for that elected representative to vote, you can be sure he or she will know exactly where you stand and that you have your entire group’s membership behind you. Your group is part of the elected official’s constituency, your opinions weigh heavily, as do your votes. Make it very clear that if your demands are not addressed in some satisfactory way you will not support future campaign efforts.

Grass Roots Advocacy – Use your telephone tree to make people aware when a particularly important decision about services for the mentally ill is about to be made in the local/state/national government. Have people contact their local representatives, either by phone, letter, mailgram, or telegram. Ask that they identify themselves with the family and sufferer support groups in association with the South African Federation for mental Health or World Federation for Mental Health – their representative will see just hoe powerful the families of the mentally ill are. This method is most effective when you contact officials from your home district because your vote will really matter to that elected representative.

Coalitions – A coalition is formed of independent groups each of which has its own distinct agenda, different from that of others in the group except regarding the particular matter for which they have come together. Each should remain independent even as they coalesce. This gives the governing powers the true impression that the subject is so important that these very different groups have come together to address it. That impression will convey a sense of strength and will have an impact. When you think about forming a coalition, make a list of all the likely participants, draw up an agenda and some goals. Then start contacting those other groups and see if they express any interest. Once organized, carefully plan your collective approach. Rehearse the parts each will play.

· Committee Positions: Getting on a committee, advisory board, task force or other active board may be your most direct route to the decision makers and the decision making process. Advisory committees are often intimately involved in making budgetary recommendations for departmental planning. This work is central to the provision of mental health services and the more involved you can be, the better. Most local hospitals have lay advisory boards with which you can work. See what you have to do to get on those boards; in some cases, expressed interest may be all it will take, others may require a more formal application or nomination. Come to committee meetings prepared. You will command the most respect and get the attention you want if you are well prepared and can speak knowledgeably about your concerns.

· Budgets: All decisions about services ultimately come down to whether or not the money exists to provide the desired programs. To ensure that services for the mentally ill are provided, you need to monitor the budgetary process.

EVERY PARENT’S CONCERN – AFTER WE HAVE GONE

Of high priority on the list of parent concerns is how to provide for the person with schizophrenia after the parents’ death. (This is a very serious concern for those whose relative has been sick for several years and whose condition now appears to be chronic.) it is most important to make a will. Provision may be made for the relative by putting money in trust for him or her. In many countries, people with schizophrenia receive disability benefits from their governments. One concern parents have is that these benefits will be withdrawn if the person receives a legacy. The legacy will soon be used up without anyone to guide the spending of the money. A discretionary trust, sometimes called a supplementary trust can help. It work by giving money to the person at the discretion of the trustees, for supplementary needs (examples might be a winter overcoat, or items for the person’s comfort). It is wise for one of the trustees to be familiar with the person (probably a sibling) so that sensitive and practical decisions may be made on his or her behalf. In some parts of the world governments recognize moneys from discretionary trusts as supplementary income and continue to pay the person disability benefits. A lawyer versed in these matters will help to create the most practical future for your relative

The law as it relates to schizophrenia, bipolar and other disorders

In the course of living with schizophrenia, bipolar and other disorders, mental health care users, families and their relative may very probably come into contact with the mental health laws in their jurisdiction. It is wise to become familiar with the statutes and regulations which may be used in your area which affect a person’s care and treatment.

Appendix XV

WORKSHOP/PROJECT CRITIQUE

Workshop: ________________________________________________

Date: ________________

Workshop Leader: __________________________________________

Location: _________________________________________________

Room: _______________

Purpose:

You are asked to complete the various sections in this form carefully to provide us with some indications of the usefulness and effectiveness of the seminar/workshop/project. Your comments and constructive criticism will show areas where improvement is needed.

1. To wat extent did course content meet your needs and interests?

2. Which subject or part of the program did you find the most interesting? And why?

3. Did you find any part of the program uninteresting or not useful? I f so, please explain?

4. Did you have any suggestions as to how the seminar/workshop/project could be improved?

5. Would you recommend this seminar/workshop/project
Yes ______
No _____

6. Would you like to attend other workshops at an advanced level similar to this one you have just completed or in other subjects? If so, state what subjects would be of the most interest to you.

7. In order to help me improve this program, please indicate how well the facilitator/seminar leader did by checking the appropriate box.

1 = poorly


3 = quite well


5 = extremely well

2= adequately


4 = very well

a. Explain the purposes and objectives


1
2
3
4
5

 of the education or project activity

b.
Using blackboard, overhead, handouts,

1
2
3
4
5

presentations, videos and slide

c.
Maintaining a helpful, friendly manner

1
2
3
4
5

d.
Illustrating and clarifying the points he/she made
1
2
3
4
5

e.
Answering questions during the session

1
2
3
4
5

f.
Carrying out the demonstration of the

1
2
3
4
5


equipment and procedures

g.
Supervising practice with equipment/procedures
1
2
3
4
5

h.
Summarizing the session



1
2
3
4
5

8. How well do you think you have achieved the objectives set for this session.

9. How would you rate the entire program?

____ Excellent  ____ Very Good  ____ Good  ____ Fair  ____ Not So Fair

Appendix XVI
(The five character traits in thinking- source “The Art of Thinking” by Allen F. Harrison and Robert M. Bramson, Ph.D., page 196 and 197.)
Mental Health Care Users are all individually different as anybody else; we all are unique in our limits and ways of thinking. This example provides a basic guide line in some strengths, uses and liabilities to remember when utilizing other people in your group for their special abilities. Each of us has our own combination of these five thinking styles unique to us.
SYNTHESIST
Orientation; integrative view, sees likeness in apparent unlikes, seeks conflict and synthesis.

Characterized by; interested in change, speculative, data meaningless with out interpretation.

Strengths; focus on underlying assumptions. Points out abstract conceptual aspects. Good at preventing over-agreement. Best in controversial, conflict-laden situations. Provide debate and creativity (awareness).

Liabilities; May screen out agreement. May seek conflict unnecessarily. May try too hard for change and newness. May theorize excessively. Can appear uncommitted.

IDEALIST
Orientation; Assimilative or holistic view, broad range of views welcomed. Seeks ideal solutions.

Characterized by; interested in values, receptive. Data and theory of equal value.

Strengths; focus on process, relationships. Points out values and aspirations, good at articulating goals. Best in unstructured, value-laden situations. Provides broad view, goals and standards.

Liabilities; May screen out “hard” data. May delay from too many choices. May try too hard for “perfect” solutions. May overlook details. Can appear overly sentimental.

PRAGMATIST

Orientation; Eclectic view, “whatever works”, seeks shortest route to payoff. 

Characterized by; interested in innovation, adaptive, any data or theory that gets us there.

Strengths; focus on payoff, points out tactics and strategies. Good at identifying impacts. Best in complex, incremental situations. Provides experiment and innovation.
Liabilities; May screen out long-range aspects. May rush too quickly to payoff. May try too hard for expediency. May rely too much on what “sells”, can appear over-compromising.
ANALYST

Orientation; Formal logic and deduction, seeks “one best way”, seeks models and formulas. 

Characterized by; interested in “scientific” solutions, prescriptive, theory and method over data.

Strengths; focus on method and plan, points out data and details. Good at model-building and planning. Best in structured, calculatable situations, provides stability and structure. 

Liabilities; May screen out values and subjectives. May over-plan, over-analyze. May try too hard for predictability. May be inflexible, overly cautious. Can appear tunnel-visioned.
REALIST

Orientation; Empirical view and induction. Relies on “facts” and expert opinion, seeks solutions that meet current needs. 

Characterized by; interested in concrete results, corrective, data over theory.

Strengths; focus on fact and results. Points out realities and resources. Good at simplifying, “cutting through”. Best in well-defined, objective situations. Provides drive and momentum. 

Liabilities; May screen out disagreement. May rush to over-simplified solutions. May try too hard for consensus and immediate response. May over-emphasize perceived “facts”. Can appear too results-oriented.
WE must never assume other people think like us and agree on matter like us for each individual is different and we should always recognize the diversity of the group we are part of.
Appendix XVII – Suicide prevention and resources (currently under construction)
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