TAYSIDE CARERS SUPPORT PROJECT
REPORT FROM PROJECT INVOLVEMENT WORKER, OCTOBER, 2004

INVOLVING MENTAL HEALTH CARERS IN TAYSIDE 
The Context:

This project is managed by the National Schizophrenia Fellowship, Scotland, who is based in Edinburgh, and the post of F/T Involvement Worker is funded by NHS Tayside. NSF Scotland does not have another Carers Involvement Worker in Scotland and we have, therefore, the mixed blessing of being free to find our own way of working. The first Involvement Worker was in post for about 6 months and there was a long gap before my appointment.
The Project Involvement Worker liaises with the 3 Service User Involvement Officers within and without the Tayside User and Carer Federation which is the forum where all relevant parties meet to take forward the involvement agenda. This is encapsulated in the Tayside User and Carer Charter which needs to be adopted by the service providers so that all health care staff are clear about what involvement looks like in Tayside.

Defining ‘involvement’:

There have been many documents, (Appendix A), describing how carers should be involved in all levels of service provision and at all stages - from designing to implementing to evaluating.
· Whenever possible, carers should be involved in planning the care of their loved one, kept informed and supported by health care professionals. They should have a voice and be treated with respect.
· Carers should be invited to take part in all meetings within the management systems and meetings should be made ‘user/carer-friendly’.

· Carers provide training and awareness-raising sessions to students and health care professionals both on the wards and in the community.

The overarching aim of all of this involvement is to learn to work together with staff to improve the quality of mental health services. Carers receive appropriate support from the Project to achieve this aim and may attend training courses to expand their skills, receive funding to attend conferences and meetings and are kept up to date with information from the Scottish Executive and service providers.
At the present time there are 3 Involvement Groups…in Montrose, Perth and Dundee who meet regularly to discuss various issues and plan what actions we want to take.

Priorities:

My main concern has been to find ways of bringing carers and service providers together to hear each others stories. In order to do this I have needed to meet as many people as possible and it became clear very quickly was how few carers we, the Project, were in contact with and how even fewer had the extra time and energy to become involved. It has therefore become a priority to join in with the long-term work of the Project Manager and the Angus Support Worker in raising the profile of the Project, getting information out to carers and generally trying to find ways of reaching hidden carers. They have both been aware for years how difficult it is to engage with carers for a variety of reasons.
What works?

Even so, there has been much happening over the years and at a ‘Developing Involvement Day’ in Dundee this summer, the group made a list of all the things they had been doing over the past year or so…..
WHAT HAS BEEN HAPPENING IN DUNDEE

(YOU have been making a difference!)

1. The CALM study – Betty, Lesley

2. Tayside Forensic Voices – Morag campaigning for beds for women

3. Carry on Caring (training video) – Catriona, Betty, Lesley, Jean

4. Training nurses and Social Workers – Lesley, Betty

5. Singing Group produced a CD

6. Service providers invited to Support Groups

7. Art Angel & Advocacy work – Lesley

8. Raising awareness in Carseview – Catriona

9. Mental Health Review process – Betty was the Representative

10. Talking to consultant psychiatrist – Frances

11. Littlewing group – Lucille link person

12. Talking to MSP’s – Morag

13. Carseview Group – Betty & Lesley

14. The Haven – Jean link person

15. Forensic Steering group – Mary links

16. QIS, Clinical Standards – Sandra & Betty

17. Scottish Study for Outcomes in Schizophrenia Research – Sandra

18. Fund raising = raising awareness

19. The FILM!

Because of this activity, the people involved felt that they had
· increased their confidence, 
· become a closer, more supportive group,
·  learned new skills, 
· found out more about how the services functioned,

· felt empowered and included,

· as well as actually improving the quality of service. Specific evidence for the latter was provided by a carer when she told Cathy Hamilton, Project Manager and the person responsible for making much of the above happen, that since their visits  to the wards at Carseview, the staff had started to contact relatives on a regular basis.
More recently, 2 carer Representatives attended the Mental Health Network Forum for Nurse Managers with myself and in a very constructive manner explained their story which highlighted the sometimes misused policy of confidentiality. An outcome from this will be carer input during the New Start Induction Training.
More recently still 4 carers were involved in training 3rd year medical students at the University of Dundee School of Medicine, Ninewells Hospital. The feed-back we received from the students was very encouraging and it was obvious that the carers had opened their eyes to a whole new world. (We have written up a report of all the feed-back.)
Generally, we are gradually building closer relationships with key people who will accept our input and feed back to us what they can or can’t do.

Finally there was the Mental Health Review….this was unprecedented involvement and a steep learning curve for all. Some carers mounted a campaign which is not involvement but they consider it to have been very successful. 
What are the obstacles to effective involvement? :

a) a carer needs to be very well supported before s/he can find the extra energy and time to do more work, and even then there is no guarantee that their loved one will be well enough for them to take part,
b) groups’ always have difficult dynamics and so part of the work is going through the normal phases of group development, which includes ‘storming’!
c) first impressions leave a lasting impression and so if a carer or a service provider has had a bad experience in the past, it is difficult to change the original perceptions and move on Learning to trust is often difficult,
d) reaching hidden carers…we do not have the numbers to do all that we would like to do…it is always the same, committed few who carry the load with the obvious consequences,

e) the culture, especially within hospitals, will take generations to change - moving from the medical model to the recovery/holistic model of providing health care requires staff to take personal risks,

f) management systems are also difficult to change and within both the 3 Local Authorities and the Health Board there are extreme pressures due to external demands, such as Joint Futures, lack of resources and an apparent culture of conservatism/contraction, which prevents/inhibits creativity, flexibility and long-term thinking,
g) lack of understanding about what involvement really involves,

h) there is too much work for only one Involvement Worker.

Evaluating my work:

Am I able to :
1) provide information to carers about their rights to be involved

2) arrange various types of meetings where carers and service providers can listen to each others stories

3) increase numbers of carers on the Involvement Mailing List

4) provide training for carers to increase their skill base

5) reach hidden carers

6) by networking with service providers, increase my understanding of how the systems work and pass this on to carers

7) ensure that carer opinions and views are heard, ideally via the appropriate Carer Representative and feed back outcomes
8) provide administrative support the Involvement Groups

9) reach carers in the rural areas either individually or via an occasional Focus Group

10) keep up to date with local and national issues and pass this on to carers in an accessible form

11) provide specific evidence of improvements in the quality of health care in Tayside.

Conclusions:
Appendix A          
WHAT THE SCOTTISH EXECUTIVE AND NHS TAYSIDE HAVE TO SAY ABOUT INVOLVING CARERS
· ‘Our National Health: A plan for action, a plan for change’…………     5. Involving people – core aims : - involve people and communities in the design and delivery of health services…we will from April, 2001, require NHS bodies to give an annual account of how they are involving the public.

· ‘Renewing Mental Health law’….   Families and carers are often best placed to identify the subtle signs of a change in mental state…..The Scottish Executive recognises and values the enormous contribution made by family members and informal carers to the care of people in need across Scotland. We appreciate the very particular issues that carers of people with mental health problems and learning disabilities face, and agree that carers must be properly supported in their vital role.

· ‘Patient Focus and Public Involvement’…..   what are we trying to achieve? – a service where individuals, groups and communities are involved in improving the quality of care, in influencing priorities and in planning services.

· ‘Clinical Standards Board for Scotland Report on Schizophrenia, Jan 2001’…….those caring for a person who has a confirmed or suspected diagnosis of schizophrenia are provided with practical support, information about the illness, and the opportunity to be actively involved in discussions about that person’s care.
· ‘A Short Introduction to the new Mental Health (Care and Treatment) (Scotland) Act, 2003’…..Guiding Principles….Respect for carers….those who provide care to service users on an informal basis should receive respect for their role and experience, receive appropriate information and advice, and have their views and needs taken into account.
· Tayside Mental Health Strategy – Implementation Framework, 2000 – 2005, ‘From Vision to Reality’….gives commissioners and providers responsibility to ensure that people who receive services and those who care for them receive the necessary support and facilitation to enable them to participate effectively in planning, commissioning, monitoring and evaluating services.
