Expert Patients Programme for People with Learning Disabilities in Bristol: 

Outline and General Discussion of CDSMC held November  2004 
Organisation

Advertising and Administration

The course was widely advertised locally. Accessible information about the course, with a breakdown of the course structure and a overview of the course content was sent out to different relevant organisations across Bristol, three months before the start if the course. All information distributed about this course was adapted from the original documentation into an accessible format. 
Course planning and membership 

It was agreed that this course membership should not exceed 12, as participants may require additional support. Initially 11 people with learning disabilities, were interested, although this gradually dropped, finally running with six women. The numbers decreased due to the dates and times being inconvenient, a lack of transportation, ill health and loss of interest. 

In evaluating the course membership it was felt that there was a definite advantage for learning by the participants when working in a smaller sized group. 
The participants shared a wide range of health conditions including epilepsy, hypertension, asthma and lupus. Prior to the start of the course all potential participants were visited at home. This was to ensure that all understood what the course offered them, that they were able to give informed consent to attend and to assess enhanced physical or communication needs. 

Access Issues

The home visit also gave an opportunity to discuss travel issues. One participant attended by bus. Initially this participant’s health facilitator did a practice journey with her. One participant attended in transport provided by the Community Learning Disability Team (CLDT) professionals working with her. Two participants shared a taxi and two participants paid for a taxi and travelled independently. Apart from the PCT funded taxi all travel arrangements were made by the participants, often with the support of a health facilitator.

Attendance at the course was variable due to sickness and the poor reliability of taxis. All participants demonstrated full commitment to the six- week course and all expressed a wish that the course was longer in duration.

Venue

Finding an appropriate venue for the course proved to be extremely difficult.  In the end a compromise was made and a room was used in one of the CLDT community bases. This proved an excellent venue, however it is felt that ideally, when available, the course should be run within a resource base situated within the wider community. 

Health Facilitator Input

An additional aspect of this programme was to build in support for each participant outside of the session. When completing the EPP application form each participant identified the person who supports them the most in helping them get their health needs met. Utilising Valuing People terminology, this person was called their health facilitator. 
Information about the course and ideas for aspects of the course where additional support could be given by a health facilitator (e.g. weekly Action Plans) was sent to the health facilitators before the start of the course.  

In reviewing this course we acknowledge that the role of health facilitator was not well utilised and requires further thought and planning for future courses. The role of health facilitator is felt to be an important one.  It fits well in both supporting and re enforcing learning from the CDSMC (Chronic Disease Self Management Course), which links well with the Valuing People recommendation of health facilitators assisting in the development of Health Action Plans.
Course delivery and content

Staffing 

Two trained co- tutors ran the course. One tutor has experience of working with people with learning disabilities, the other, who is an experienced tutor, has a good working knowledge of the course content. From week four additional support for the participants was increased by involving a CLDT staff member. This was to aid all individuals when they showed difficulty in understanding the course programme and to support one participant who constantly interrupted each session. In evaluating the staffing of the course, the mix of trained co tutors, both living with a long- term health condition, was felt to be a crucial and valued aspect of the course. An additional consideration was that tutors had complementary skills, either in experience of the course content or of working with people with learning disabilities.
In running this course as a pilot, an active decision was made in the early stages of the course planning to run the course strictly to the tutor’s manual. To improve access to the course content members of the learning difficulty speech and language therapy team worked with one of the co-tutors in adapting the supporting charts by adding appropriate images. The charts were printed onto A4 sheets and given out each week during the appropriate topic discussion. Participants were given a file to keep all their A4 charts and other course information. They were encouraged to share these charts with their health facilitator, to remind them of concepts or activities promoted within each session. Being given individual charts appeared to be popular with the participants however it also resulted in a lot of paper which at times was observed to be confusing to the participants. 

Having access to accessible charts was clearly useful in helping participant’s breakdown some concepts, such as the symptom pain cycle. However some of the pictures used were themselves quite difficult to understand. Therefore it was difficult to determine whether difficulties in understanding resulted from the accessibility of the charts or the general concepts they were promoting. Also, as each participant had different needs and responded most effectively to different methods and activities, it’s very difficult to generalise exactly what worked best for everyone. 
Many of the activities on the course, including freethinking and relaxation were extremely well received and produced active participant involvement. 
In terms of the course resource table, despite much research, there was found to be a lack of accessible health information available nationally to support individual understanding of most long- term health conditions.

In evaluating the general content of the course it has been decided that each weekly session requires detailed evaluation. This report will be produced separately to this general discussion document.
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