What’s changed? - mapping the impact of participation activity
Name of organisation: Staying Positive project, Expert Patient Programme CIC, www.staying-positive.co.uk
Contact: Danielle Brown, danielle.brown@eppcic.co.uk or call 01225 731328
	The issue raised by children and young people:  Self management workshops for children and young people with chronic conditions
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	What’s Changed

	Organisation


	Evidence suggests that good self management of chronic conditions has a beneficial effect on the health, psychological well being, social life and education of children and young people.  Parents tend to manage their children’s condition but when they enter their teenage years this becomes more difficult for the parents to manage and often less acceptable for the young person.  This transition can be accompanied by deterioration in the self management of their condition.
The programme felt that self management workshops, led by young people would help other young people to cope with managing their condition whilst also addressing a range of psycho-social issues.
	A self management programme, Staying Positive Pilot Workshops for Young People and led by young people was set up. 

Consisting of three structured self management workshops they address medical and psycho-social issues such as communication with family, friends and healthcare professionals, developing independence, school, relationships and medication concordance.
The workshop programme aims to

‘enhance the self management skills of participants through the process of self efficacy.  Self efficacy is having the confidence and belief in your ability to organise and do the things you need to do to manage your daily living’

Young people are able to undergo accredited training to become facilitators of workshops in their communities.
An evaluation of the workshops has been carried out and comments made by young people have been taken into account and the workshops adapted accordingly.


	Raised awareness of the importance of self care and the consequences of poor management.  Also the importance of medication adherence.
Importance of talking to their doctor directly rather than relying on parents.  Attitudes towards doctors and medical advice have changed for the better as a result of participation in the workshop.

Young people reported an improvement in dealing with things, their ability to solve problems and make decisions.

Increase in confidence in general was also reported.

A number of changes have occurred due to feedback from young people  including:
Introduction of new topics or existing ones according to age.

Role play scripts have become more interactive with young people writing their own plays.

Various changes in the running of the sessions.

The programme is now being rolled out nationally, details available from www.staying-positive.co.uk. 


	Specific children and young people


	Young people wanted:
To meet other young people with chronic conditions.
To see how others coped with their conditions.
To talk about symptoms.
To meet new young people.
	
	‘It’s good to know that you are not the only one who feels annoyed with your condition and that other young people get annoyed as well’
‘…I was 14 but most of them were 17 to 20.  They were a lot older.  And listening to them saying they didn’t like taking their medication but they took it or bad experiences but they still took it.  It sort of, it didn’t inspire me but it sort of just told me to get my act together you know ‘I’ve got to do it to make myself better’’
‘Definitely talking to doctors, it helped, it’s actually helped me because I’m normally, I’m like this to the doctor.  I’m really shy and quiet.  But I actually look at them now and tell them my problem.  Whereas I didn’t back then.  So it’s helped.’

‘I think communicating specially with my doctor has improved because beforehand my mum would do all the talking really.  She would tell and I wouldn’t say anything.  But now I feel much more confident and I think it is better for the doctor and I can talk to him.  And I think it’s much better because that way he gets what I have to say rather than what my mum thinks is wrong with me.’

‘It’s given me confidence more confidence all around really with all the skills that I’ve learnt.  It’s you know, it’s just made me realise that I can manage things on my own and I don’t necessarily need professionals to be there when I do it.  You know, I’m quite capable of doing it on my own…Confidence all round and on all aspects of life such as family, money, college, not just about self care’.

“Attending the Staying Positive training was fantastic.  I met two friends that showed me life could go on and I could reach my goal by different route.  I left the training with a new found confidence and wanting to get my life back on track by reaching my goal…Being a young facilitator not only made me more confident at speaking in front of a group and helped me to appreciate what I’ve got more”
A young facilitator of the workshops


	Other children and young people and the wider community 


	
	
	


Improved outcomes for children and young people: being healthy, making a positive contribution, 
Source:  Development Officer consultation
