People interested in promoting awareness and good support for people who use self harm as a means of coping

Notes from meeting, 25th August 2011
	To do/what next list

· The next meeting is on Friday 14th October in Edinburgh.

· The meeting after that is on Tuesday 15th November in Glasgow.

· People can come along or get involved by email and through the websites.

· Please pass on information to people you know who might be interested.

· We want a name and logo for the group.  Please send suggestions by middle of September.

· You can get updates on the Outside the Box website: www.otbds.org  or email admin@otbds.org



About the meeting

This was the first meeting of people who are interested in sharing ideas and good practice around peer-led support for adults who use self harm as a means of coping.

The meeting was organised by Outside the Box and was in Glasgow.

We decided that we want to continue to meet every month-6 weeks.

· It is for people who use self harm and for workers who want to provide or support good peer-led services.

· It covers the range of topics that people think are important: raising awareness, sharing ideas on good services, working together the challenge gaps in the range or quality of services.

· The focus is on support for adults.

· The clear, shared value base and starting point is that self harm can be a way of coping and not connected with suicide.
· People can come along to meetings or get information through the websites or email – whatever they feel comfortable with.

Outside the Box can cover venue costs and travel expensed of anyone who cannot get this through other routes.
Points people raised in discussion

Why this group is important and issues we want to tackle

It reinforces the value of what we all learn from people who use self harm.

Importance of how people with lived experience define self harm. We need to keep raising this.
Participation by people who use self harm must be at the heart of policies and practice.  People want to be involved in every level and stage of policy and practice development and in changing attitudes. This group and what we do together should promote participation.  
There is a need for this type of gathering.  Since the national network ended 4 years ago there has not been a forum to share ideas.

There needs to be many more places where people with lived experience and front-line professionals come together.

A lot of people are disappointed at the Scottish Government’s consultation document and even more disappointed in the response.  It showed that the Mental Health Branch is not listening to views and experiences of people who use mental health services.

There is a need for better information for staff in the NHS and in other services about self harm.  They need guidelines and training.

There is a need for leadership from the top – government, senior staff in the NHS and other organisations – that respects people’s lived experience and recognises that the quality of the responses people receive does matter.

Services often don’t understand the impact of stopping someone from harming themselves but not giving them another way to deal with the pain and distress they are feeling. In these circumstances, stopping the act is causing more harm and more pain because it is taking away the person’s survival mechanism.

Support and intervention with people who use self harm needs a high level of professional and personal skills and maturity – building trust as the person trusts staff and the staff trust the person.  We need to promote very high standards in the support and supervision staff receive.
There are opportunities to improve services for people who use self harm as a way of coping and we want to work with the people leading these and to contribute – e.g. new developments at NHS 24.
There are opportunities to make links with other organisations beyond health services – e.g. the Police.

There are particular issues that need to be talked about.  One example is parents who use self harm to cope – what can best support them and support their children?

The issues that were raised in the Outside the Box research in 2007 are still gaps and still important today.
· We want good quality responses when people who use self harm come to the NHS and other services for help – all services reaching the standards of the very good care that happens in some places, and tacking the instances of poor quality care.

· The people who support us need support themselves – staff who work in services and our families and friends.
· There needs to be a lot more done to raise awareness that people do use self harm to cope.  This will help reduce the stigma and raise awareness. 

· We want to reach people who are using self harm and are not in touch with anyone else, to help them feel they are not alone and know that they can get help.

What we want to achieve and to do

We want to build on sharing good practice from before.  But this time the focus is on people who use self harm – so it is a network led by people with lived experience that workers join too.
We want to promote harm minimisation approaches.

Encourage opportunities for people who use self harm to be part of training provided for workers in NHS, local authority and care provider settings.
We need to have a place where people can challenge health and other services when they let us down.

It will be good if we can gather examples where services have used a harm minimisation approach:
· how they did it

· any research evidence 

· examples of a whole unit or team working together

· Single case examples are useful as they often show the impact for the person.

The group should be a pressure group, keep raising the issue of self harm as a means of coping.

We can give each other peer support around how to handle situations when people don’t understand about self harm as means of coping, or don’t have respect for people’s lived experience.

It will be good to have colleagues to talk things over with – for example, when your own organisation is less confident or not able to do this when resources are stretched.

It is a place to bring together good practice in the absence of official guidelines.

We can bring together personal accounts of how people have used self harm and how they been able to reduce the harm or move on.
· bring together examples that are in sources such as the Recovery personal stories, see me and others

· links with other websites etc

· place where people can contribute their own accounts

· show the range of people who use self harm as a way of coping – ages, gender, ethnicity and other circumstances

We can reinforce the links with Recovery and tackling stigma.

We can draw on all the good practice that is already there

· guidelines for people using person stories

· making sure that places we point people to  are safe

We can use the network to have a discussion about what our standards are on information sources.  Our starting list is:

· led by people with lived experience

· constructive to everyone – people who use self harm, family and friends, workers

· not promoting harmful behaviour

· promoting harm minimisation

· It can include professional-led and family/carer-led groups if they share the values and the people involved are also working with people who have lived experience.

Part of setting out what we think is good practice is recognising that there are websites around that we would not encourage, e.g. promoting harmful behaviour or reinforcing unhealthy attitudes.

We understand and need to remember that other people are worried about the risk of promoting self harm.

Practical steps we can take now

There are opportunities to use this group to work together more – for example, find people with lived experience who can help professionals with training.
Members of the group can help by promoting awareness through their newsletters and websites.
We can signpost people to information and support which reflects the values and approaches – harm minimisation, led by and centred on people with lived experience, aimed at adults, understanding how people need this as a way to cope.  People/groups can do this through websites and newsletters.

People can continue to send examples of services that reflect the values and approach and are good at supporting people who use self harm – whether or not this is the main aim.  These are gathered together on the Outside the Box website.

What next
· Continue to meet with alternate meeting between Glasgow and Edinburgh for now, and the see what people find best. This could include other locations too.
· Work as a network where people can be part of it though websites and emails – so they don’t have to come to meetings.

· Meet for a year or so and then decide what people will find helpful and what next.

· Have a logo and name to give the group an identity.
The suggested name we came up with was Black Swans, from the saying ‘You only need one black swan to prove not all swans are white’.  We are going to think about it over the next few weeks and ask other people for their suggestions and views.
Send the notes and information about the next meeting to
· people in our networks
· SRN

· VOX

· HUG and other local involvement groups

· Scottish Government – Geoff Huggins, Alana Atkinson
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