PARTNERS IN CARE CAMPAIGN

Sandwell Roadshow – 18 March 2005
This roadshow was set up in conjunction with the Meriden Programme, West Midlands Carers in Partnership and the West Midlands Division of the Royal College of Psychiatrists who were supporting the Partners in Care campaign of the President of the Royal College of Psychiatry, Dr Mike Shooter. The aim was to highlight carers’ issues and improve partnership working with carers.

A small group was set up to organise this event. The four members of the group consisted of Veronica Shane (Carer), Linda Price (Manager, Carers Unit), Dr Thakor Mistry (Consultant Psychiatrist) and Robert Peumalu (Practitioner Lecturer, link person with Meriden).  We met 5 times to discuss how best to organise the event so it would have the maximum effect on all those in attendance. After deciding the aims and objectives of the roadshow, we set about arranging the venues, funding, time, date and who to invite.  The choice of venue was influenced by the financial restriction, need to be central and also access for carers and staff had to be considered. We formulated a plan of action and also identified key areas we needed to target to promote partnership working and local issues, which included Improving Communication between Carers and Professionals, Sandwell Policy for Carers, Involvement of people from Black and Minority Ethnic (BME) groups and Confidentiality.

Ms Karen Dowman, Chief Executive of Sandwell Mental Health NHS and Social Care Trust chaired the event. She opened the event by outlining the commitment of the Trust in supporting Carers, and the concept of moving from involvement to partnership. She recognised the work carers do and their incalculable contribution to care. She emphasised that to be a good partner means listening, being supportive, providing expertise, sharing information, being consistent in approach, showing respect and agreeing to differ.

Dr Stephen Edwards, Medical Director outlined the background to the campaign and what was happening within the College of Psychiatry, especially about carers and service users becoming involved in the training of psychiatrists. A lot of work is also being done around the sharing of information and the College has also produced appropriate leaflets that will be beneficial for carers. Dr Edwards also believed that professionals must work in partnership to help carers and service users to recover from traumatic experiences. All of us will have to work together to get it right.

Mr Sam Haye, Carers’ Coordinator for Sandwell Council gave an overall view about the policy for carers in Sandwell. He outlined the rights and entitlements of carers, and what support for carers is currently being provided in Sandwell. He also emphasised that his unit will support carers groups in Sandwell by providing advice and financial support as appropriate.

Dr Thakor Mistry, Consultant Psychiatrist spoke about Confidentiality. He gave a brief overview of the Royal College of Psychiatry document on Confidentiality. He emphasised the importance of recognising the need for confidentiality of all involved in the process of caring. Each situation must be taken on merit, appropriate information that can be shared must be shared and if this is not possible explanations must be given. He pointed out that carers should also recognise that professionals have to adhere to Trust policy. Importantly, he reminded professionals that they have to respect carers’ rights to confidentiality for information they share with us.

Ms Linda Price, Carers’ Team Manager spoke about the Carers Team, which supports over 400 carers in Sandwell. She outlined the purpose of the team and support they provide for the carers. All carers’ are offered their own assessment. She outlined the audit she had carried out on carers’ experiences of the service that was provided by professionals, highlighting good and bad experiences. She emphasised that carers’ wanted to be listened to and provided with appropriate information and support to enable them to provide care.

In my role as Practitioner Lecturer in BFT, I spoke about the difficulties that carers and family members experience when someone they love becomes unwell. It is important for professionals to recognise that mental health affects all members of the family. I raised the profile of Behavioural Family Therapy, a therapy which works in partnership with the service user and all members of the family who provide care.  Since 2002, about 100 staff from various teams in the Trust have been trained in this approach. There should be no excuse for not offering this support for families who will benefit from this. 

Two carers Veronica and Gwen spoke about their caring experiences. Both expressed their difficulties in getting support when they needed it most. Later they experienced good support and help they needed. They questioned the difference of attitude of professionals towards carers. Why couldn’t they be treated as equal partners? They gave a moving account, which made those present feel for them. They hoped their story would help professionals understand the importance of supporting carers and work in partnership with them.  (Gwen and Veronica’s stories are also included in this edition of the newsletter).

After the presentations we worked in groups discussing the topics identified. Key themes identified were:

CONFIDENTIALITY

· Difference in perception of care

· Listen to carers

· Ensure the carers are aware of the Trust Policy on confidentiality

· Respect all

· Involve carers and share appropriate information (need to know)

· Advance permission from service users

· More resources – staff/time

· Be honest

· Professional to attend Open Forum

· Carers confidentiality - to be seen on their own

· Take account of legal obligations

INVOLVEMENT OF BLACK AND MINORITY ETHNIC GROUPS (BME)

· Listen to carers

· Confidentiality versus information sharing (a balanced approach)

· Involve all Carers in decision making

· Young carers – drug/alcohol awareness

· Professionals more supportive to carers

· More contacts with community – attend ward/out patient reviews

· Professionals must assess whether carers can cope/assess risk

· Regular follow up – Home Treatment

· Help and support in accessing other services – benefits, housing, etc.

· Training of carers

· Emphasis on RESPECT AND RESULTS
IMPROVING COMMUNICATION BETWEEN CARERS’ AND PROFESSIONALS

· Improve relationship between psychiatrist and carers
· Professionals need to be more approachable
· Professionals to listen to carers stories and not be dismissive
· Professionals to work to a standard method of working – a consistent approach
· Psychiatrists are easily accessible
· Early appointments as appropriate
· Work in partnership – CPA discharge planning – carers to be involved both in in-patients and in community
· Cares must be actively involved in all aspect of care
· To be able to see one psychiatrist at all times – problems when having to repeat history
· Keeping good record of assessment history in one format
· Professionals who have to take over the case, to ensure they have all the information before they see client/carers
· Change attitude of Professional – ‘ALL POWERFUL DOCTORS’ NO MORE ‘THEM AND US’

· Train all staff in appropriate communication skills
· Raise the profile of carers and their needs
Around 80 people attend this event, half of whom were carers.  All who attended the events said they enjoyed their experience and felt it was useful. They also wanted to see some action from the day. Some carers said they would be monitoring the situation. The carers unit will be auditing the progress we are making in working in partnership with carers and service users.  The success of the event resulted from a partnership between the Trust, Trust staff and carers’ groups.  We hope we will be able hold an annual event where professional and carers can get together to support each other in making partnership-working work for all concerned.

Robert Peumalu

Practitioner Lecturer in BFT

Sandwell Mental Health & Social Care NHS Trust

If anyone would like to make any further comments or would like further information on the day, please contact me on:

Tel: 012 553 7676 ext. 6302/6208

Email: Robert.Peumalu@smtsct.nhs.uk
CARERS’ STORIES

This is the story of the experience of GWEN

For over 40 years I have been involved with mental health services. I have lost 2 brothers and a sister to suicide. No one knew that they were feeling low or depressed – on the contrary my brother laughed and joked and waved to me as he left my house before throwing himself beneath a train.

Later in life, I myself suffered with postnatal depression and have needed to take anti- depressants since. My husband was also taken ill suffering from depression.  Then as I began to think things in life were beginning to get better my children began the cycle over again.  Two of my daughters suffer with depression.  My son suffers with anxiety depression and obsessional convulsive disorder and now my grand daughter is seen by primary care services for depression and anxiety.

I have seen many changes in mental health services over the years.  From All Saints Hospital to Hallam Street Hospital. Hallam Street is less of an institution.  But what makes a good service is the quality of the people working within it.

For years, no one ever asked… HOW I WAS FEELING.

For years no one ever said… ARE YOU OK, GWEN?

And for years no one ever said … LET ME EXPLAIN THIS ILLNESS OR LET ME HELP YOU TO FIND A WAY TO COPE.

For the past 6 years I have had the support of the carer’s service in Sandwell. First it was just Linda then she set up the Carer’s Team. Since that time I have received my own assessment and support. The team has been there on good and bad days but the most important thing is that they have listened to me.

The team organises days and evenings to give us respite, we are pampered and allowed to relax and forget our troubles for a day or so.  Today is such a day.  We are here because the Royal College of Psychiatrists think carers are an important part of the patients care. The College has caught up with what the carer’s team have been saying on our behalf for some years.

BUT WILL TODAY MAKE A DIFFERENCE?

I hope so.  I have met some excellent doctors over the years. But equally I have met some doctors who have dismissed my concerns and anxieties and have failed to recognise that I exist. I know doctors are busy. But when you are not there to offer a hospital admission bed for a week or so, it is us ‘carers’ who then have to become nurses and social workers.
When you are ready to discharge patients, please take time to talk with us and let us in on your action plan, you assess risks – how do we do that?  I think it is only when your loved one develops a mental illness that you can truly begin to understand the impact caring has on families.  But as professionals I urge you to imagine what you would want if your child were to develop mental illness today.
What would you want to know?

What do you think would be a reasonable amount of information to be given?
This is the story of the experience of VERONICA

I have been a Carer for my daughter for the past 4 years. When she became unwell I knew from my own experiences that she had mental health problems and that she needed help. This was because of the completely out of character and bizarre things she used to do.  I would spend hours talking to her but nothing I said could penetrate her mind. She was completely pre-occupied with her own world.  I tried to get help for her from the family GP but because she did not think there was anything wrong with her. She would not seek help and he did not listen to my plea for help.

I know you have probably all heard this scenario many times before, but as a parent you feel lost and useless. A parent’s natural instinct is to protect your child but I was unable to, there was nothing I could do and I did not know where else to seek help.

Eventually my daughter was found by the police wandering through the street and later learnt that she had laid naked in the parkland. She had also shaved all her long hair off. She was sectioned under the Mental health Act and admitted into hospital. A diagnosis of schizophrenia was made.  She responded well to the medication. She was discharged and referred to the Community Mental Health Team (CMHT). A Community Psychiatric Nurse (CPN) came to see her for some months.  Then she decided she no longer wanted to see either her psychiatrist or CPN and convinced them she no longer needed their support. She was discharged by the CMHT and told she could contact the hospital doctors if she needed help in the future.  Before discharging her, the CPN referred me to the Carers Mental Health Team. At the first visit, the carers’ team informed me about the service that they provided. The next week they persuaded me to join a carers support group. THAT WEEK CHANGED MY LIFE.
I made friends with other carers. They knew what I had been going through. I learnt a great deal about mental health issues and learnt new ways of coping.

Then my daughter started to become unwell again. The voices were controlling her thoughts again and she said it was hard to find the strength to fight them. But she was adamant she did not want to see the doctor.  But this time things were different. I went to see Linda to express my concerns and fears. Linda sat and talked to me and together we reached the decision that we needed to get help before things got worse. I was due to take my first holiday in years; I was tired and needed to get away.

But how could I?  Was my daughter going to be sectioned again?  Was she going to get hurt this time if someone found her naked in the streets other than the police?

This is all I could think about. All sorts of things went through my mind.  But there was no need to worry.  Linda called the psychiatrist and the Primary Care Crisis Team. The next day they came to her flat and with caring and sensitivity, they persuaded her to go into hospital informally.  The whole process was wonderful. They took care of my daughter. I had a week off. And when I returned she was much better. The crisis I had dreaded was avoided by quick intervention. My daughter even said she liked her psychiatrist this time. It was the same doctor.

Two experiences both different. The first time I needed help, no one was there and no one listened. I WAS ALONE.  The second time – I had a voice as a carer. The carers’ team listened to me and the doctors listened to me. As a carer that is all we ask.  We want to know how to get help.  We want to be valued – we know our families and friends best of all – we may not know all the technical things about schizophrenia – but we know when something is not right.  We know our children.

Through my contact with the carers’ team I know that not everyone is as lucky as myself in as much as I have recently had a good experience of doctors and nurses.

SO PLEASE LISTEN TO US.

WE CAN SHARE KNOWLEDGE.

WE CAN BE PARTNERS IN CARE.

