Aspergillus Patients meeting – May 2011
NB All notes stored at http://www.nacpatients.org.uk/ 
The meeting was recorded using a video recorder and streamed to the internet at http://www.ustream.tv/channel/aspergillosis-patients-meeting. 
The meeting took place in Seminar Room 7, Education and Research Centre, UHSM. 

Staff attending: Caroline Powell, Penny, Georgina Powell and Graham Atherton. 

23 attended, 19 patients & carers and 4 staff. The live broadcast via the internet performed well but text chatting failed partially. The problem was technical in nature and is fairly easily resolvable for the next meeting. Nonetheless 41 people online took some part in the meeting with feedback being received live from those people during the meeting and being responded to live by the speaker as the meeting progressed.
The meeting was hosted by Graham and consisted of a talk from Expert Patient Program local lead. The Expert Patient Program is provided by the NHS for all patients to get involved in. It addresses the need to empower patients and enable them to take an active part in the running of their NHS, research carried out by the NHS and most importantly to take an active role in managing their own long term condition rather than passively accepting what our doctors tells us! Needless to say there is a long way to go.
Overall Aim
Caroline opened the meeting with the statement: “this is not about what you can’t do any more, its about what you can do differently and how you can do it differently”. The expertise to achieve this is here in the room, the clinical experts contribute but there is also very large store of information in the group of patients, their experiences, the advice they can offer each other, what they can contribute back to doctors and nurses about their own condition.

Management & Treatment of a condition: there is a lot of information that can only be provided by the patient or carer or their family i.e. in the day to day management of a chronic illness it isn’t possible for someone who is not living with that illness to be able to know about every single problem. Some problems may technically seem minor but might have a big impact on a particular patient – only the patient can prioritise problems according to how they live their life.
For example one participant in the meeting was a child of roughly 10 years of age. He mentioned that a big problem for him was that he couldn’t go quad-biking since his granddad had become ill. This caused frustration and added to the overall problems faced by the family. Perhaps there are many such cases where the children affected by a long term illness to a member of their family are never asked how it affected them?

Several patients mentioned a feeling of having lost their lives to their condition.
Some comments were made at the lack of funding available for treatment & research

Even being given the chance to speak out about their problems made some people feel better

All comments were written down for comment at the next stage of the meeting.

After the break the comments made in the first part of the meeting were discussed in terms of their relevance to the Expert Patients Programme.

1. Expert Patients don’t suffer their illness, they live with it 
2. Communication: listen to what is being said before responding, clarify, don’t get distracted. Applies when talking to your carer just as much as when talking to your doctor

3. Time constraints: need to sleep, travelling, appointments

4. Loss of lifestyle: the need to grieve is a natural process which can take time. Accept what is in the past is in the past and let go

5. Breathlessness: people don’t fully understand – get people to breathe through a straw for a while

6. Funding: limited what can be done? Manage your resources. Share your information so people understand the problem

7. Feeling you are a fraud – e.g. if on a good day. Use whatever you do to have a positive effect on your lifestyle. Share your information with all of your consultants & medical team. 

8. Shared care. You are the connecting factor between all members of the team(s) that are supporting you, doctors often do not communicate well. Be an equal partner in your care.
9. No decision about you, without you.

10. Education for the nation: it is the responsibility of carers, patients, care givers, clinical staff all to constantly update what they all know about each patient.

These issues and many more are discussed and dealt with in the Expert Patient Program
The website for the Manchester EPP service is here: http://www.manchesterfallsservices.org.uk/falls-services/expert-patient.html
Quoting from the website:

Introduction:

The Expert Patients Programme can support people who have [a long term health problem], who are experiencing a loss of confidence, self esteem and reduced independence. The Expert Patient Programme is a course of six weekly sessions that help people to take active steps to regain control and find positive ways to improve their quality of life. The course also looks at ways to positively manage symptoms, to improve on daily activities, and hopefully prevent [problems] from occurring or re-occurring. The sessions cover topics such as exercise, nutrition, controlling symptoms, relaxation techniques, managing symptoms and how to communicate effectively with health care professionals. The programme is free of charge, each session lasting approximately 2.5 hours.

What are the referral criteria?

This programme is open to anyone with long term health conditions; it aims to support them to take active steps to find ways to improve their lives.

Who can refer into the programme?

Any one can refer into the programme. The patient may also self refer if they wish to do so.

******************************************************************************************
The next meeting will be 

· Date: Thursday 2 June 2011 

· Title:  Lung Function tests: why & what we learn
· Speaker: Nigel Clayton, Senior Physiologist, NW Lung Centre
Graham Atherton, 6th May 2011





















