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Expert Patients Programme
 (EPP) is a ‘chronic disease self-management course’ (CDSMC), a Government initiative to help people living with long term conditions maintain their health and improve their quality of life through a self management course led by plans to effectively prevent / treat deterioration / exacerbation.

Self management programmes have been running in the USA since the 1970s and came to this country in 1994.  Over this time substantial body of clinical research and experiential feedback has built up testifying to its efficacy.

The primary aim is not to impart medical information but to facilitate the development of self management skills, such as problem solving and goal setting, managing pain, improved communication skills, medication usage.

The course has been designed to help people with a chronic or long-term illness regain as much control over their physical and emotional well-being as possible.  It complements existing health care and treatment packages, empowering

participants to be more informed and better able to develop partnerships with their medical practitioners.

“…empowering participants to be more informed and better able to develop partnerships with their medical practitioners.”

The Expert Patients Programme

· It is a generic, time-limited course, suitable for people who have any long-term health condition.  For example: COPD, Aspergillosis, Arthritis, Heart Disease, Stroke, Depression, MS, Epilepsy, ME, Schizophrenia, Fibromyalgia, Diabetes, HIV, indeed any condition that impacts on a persons life.

· The Volunteer Tutors are themselves living with long-term conditions.

· Volunteer Tutors are trained and supported by the EPP PCT teams and the National Programme.

· Tutors use a detailed, scripted manual, underpinned by ongoing research.

· There is a strong emphasis on participants setting practical and achievable action plans that are evaluated weekly.

· The course is informal but structured allowing an equal amount of time for discussion and information.

What does the Course involve?

The course consists of one 2½ hour session once a week for six weeks, the maximum number of participants on each course if 14 plus two tutors who also live with a long-term condition.
The areas covered include: The areas covered include:

· Goal setting/action planning

· Problem solving

· Relaxation/exercise

· Symptom management techniques

· Fatigue management

· Dealing with emotions

· Communication

· Medication

· Living wills/power of attorney

· Healthy eating

· Distraction

· Self-talk

· Guided imagery

The course is interactive, informal and friendly.

Research shows that people who have attended the course:

· Have greater confidence in dealing with their illness

· Experience less pain and fatigue, depression and anxiety

· Are more likely to continue with exercise and relaxation techniques

· Make fewer visits to their GP

· Have better communication with health professionals
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Freethinking Workshop.

The participants where divided into 3 groups for the workshop.

In order to gain the most out of the activity cares who attended with the partners/person they care for went into separate workshops.

Group 1 & Group 2 where made up of people attending the Meeting, Group 3 was made up of the people online streaming the session.
Question asked to the three groups.  

“What are the main problems caused by living with a long- term condition or caring for someone with a long term condition?”   

Tick marks (()   may be found at the side of some comments, this will indicate more than 1 person repeated the comment or agreed with the comment during the activity.

	Group 1 feedback


	Group 2 feedback


	Online Group  feedback



	· Embarrassment (Oxygen Mask)

· Lack of support outside the hospital – i.e. GP

· Not Being heard ((
· Lack of understanding(
· Time constraints

· Feel Worthless (
· Mobility issues

· Breathlessness ((
· Understanding medication

· Cost of medication and trying to get it (
· Consultants not talking to each other (
· Lack of funding

· Lack of knowledge about funding for meds (
· Feels a fraud – wonder why I’m here


	· Fed up of other peoples opinions 

· Lost control of coughing, the embarrassment

· Can’t do what I used to 

· Can’t accept it 

· Don’t know how I will be tomorrow

· Can’t plan ahead

· Can’t book a holiday

· Loss of my way of life and lifestyle

· Gardening can’t do it

· Frustration makes me introvert

· Move  slower

· Asking for help

· Other people are not mind readers so should ask – feel burden

· Can’t on Quad bike with Granddad


	· I Cant do what I used to like gardening, hiking walking 

· Can’t do day to day activities 

· I Feel good one minute and terrible the next

· I never know what to expect in my day to day life

· The way people judge you when the do not know anything about your life

· Fed up with fighting with insurance company for meds month to month

· Some people think you are making it up or making excuses

· Feel like a burden to your loved ones and holding them back
· Lack of awareness about Aspergillosos and the need for more funding and research

· New meds and earlier diagnosis 


As you can see from this activity, many of the problems are similar, regardless of the long-term condition.  

We work on the principle that the mind is a powerful tool and if we can practice skills which help us to reduce the impact of our condition, using the tools mentioned above and in the tool kit of skills, it will give us the opportunity to try different ways to manage the symptoms and pain.
None of the techniques used will cure the condition, but it will give us some control over how the condition affects our day-to-day lives.

Another important tool is communication.
We would probably all agree that good Communications is important in all kinds

of relationships.
Good social relationships are also an important part of healthy living.

Without good communication skills, creating and maintaining good social relationships can be difficult and problems can arise which can have a negative impact on the emotional well –being for most people, but especially so for those living with a long term condition.

Being able to communicate effectively with or health care providers is especially important.

We cover many aspects of communications within the programme, which also includes positive self-talk.  Which is important when you no longer feel you are useful or feel you are a burden on your family, friends, and partners?
Throughout the course, we use the symptom cycle to identify ways of taking control and work towards self-management
Symptom cycle
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If you would like further Information please contact

Caroline Powell

EPP Manager
Expert Patients Programme
UHSM
Newton House

Newton Silk Mill

Holyoak Street

Newton Heath

Manchester

M40 1HA

Tel: 0161 219 9424 or

Fax: 0161 219 9477

epp@manchester.nhs.uk

caroline.powell@uhsm.nhs.uk
www.uhsm.nhs.uk
www.nhs.uk/Conditions/Expert-patients-programme-/Pages/Introduction.aspx
www.patienteducation.stanford.edu/programs/cdsmp.html 
www.expertpatients.co.uk
http://selfmanagement.co.uk/self-care-resources
During the 6 weeks we will look at 5 cognitive techniques, thinking type activities to help us manage our symptoms, for example:
· Breathing techniques

· Muscle relaxation

· Distraction

· Positive thinking

· Guided imagery

We work on the principle that the mind is a powerful tool and if we can practice skills which help us to reduce the impact of our condition, using the tools mentioned above and in the tool kit of skills, it will give us the opportunity to choose different ways to manage the symptoms and pain.
None of the techniques used will cure the condition, but it will give us some control over how the condition affects our day-to-day lives.

Another important tool is communication.
We would probably all agree that good Communications is important in all kinds

of relationships.
Good social relationships are also an important part of healthy living.

Without good communication skills, creating and maintaining good social relationships can be difficult and problems can arise which can have a negative impact on the emotional well –being for most people, but especially so for those living with a long term condition.

Being able to communicate effectively with or health care providers is especially important.

We cover many aspects of communications within the programme, which also includes positive self-talk.  Which is important when you no longer feel you are useful or feel you are a burden on your family, friends, and partners?
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