People with  Arthritis & Chronic Musculoskeletal Conditions.  

Perspectives  on their participation within support groups or as sole individuals to provide views and observations  relating to support and services they  receive and/or require.
The North Wales Arthritis and Musculoskeletal  Alliance Network  Group   NW ARMA came into being in April 2007, initially as a North West Wales  Network Group and it expanded its  geographical area in 2010  as a result of changes within the NHS in north Wales.  
  The   Wilson Sherriff  Report, commissioned by  the Chronic Conditions Demonstrator  entitled   “ Evaluating Service User perspectives to develop a Model Patient Advisory Group for Arthritis and Musculoskeletal Service ( June 2010)”.1a/b( attached) provides an interesting independent collation of service user views expressed at that time. See also appendix 1.
As  Chairman and convenor ( 6 years ) of NW ARMA and also as  a service user living  with a chronic pain and a debilitating musculoskeletal condition  I have encountered many issues  affecting not only my own ability to participate in its work but more importantly that of other service users  and the circumstances that determine  whether or not they will be able to take up opportunities to provide views, observations and undertake more active roles within the group. These are summarised below.
I believe that there is no ‘quick fix’ to this problem and  success  will only occur with long term perseverance, credible working relationships and successful, transparent partnership engagement.
1 ) Trust in the Statutory Organisations 
 A major problem has been service users’  perception of the  credibility of organisations to engage in dialogue with them and/or their support groups, and become meaningfully involved with service planning and development.

Negative publicity regarding alleged  misrepresentation of statistics, poor quality of care, and  a perception of ‘ staged consultations’ have not encouraged participation. E.g. A recent quote “ I have enough on my plate with my condition without fighting a lost cause”.
 Anecdotal evidence has indicated that some service users are intimidated by the arrogance of some clinicians  and this has created apprehension and reluctance to express views and participate. However, other service users have indicated that they have no wish to become involved other than receive treatment from their current practitioners with whom they are  more than satisfied. Some service users may not aware of support groups or of a means to become involved or to participate by providing their views.
2)   Service Users have to contend with symptoms of their conditions which may be:- Fatigue; chronic pain;  lack of mobility; inability to concentrate for long periods; mental health problems such as depression and anxiety.
3) Medication.

Varied side effects of medication such as drowsiness, lack of coherence, confusion and panic attacks.
‘Catch 22’  - Medication  may provide some pain relief but then causes  drowsiness and the consequent  inability  to travel  and meaningfully participate.
4) Social, economic and geographical factors may be evident:-

· Carer support limited or non existent; family commitments; Some service users may also have families to support and so fatigued they cannot ‘endure’ another commitment.

·  low income 
· No financial support available to attend groups / meetings
· no transport; remote rural area; 
·  Long distance to travel to venue creating unacceptable additional pain ;
·  lack of confidence in one’s ability to discuss issues either on a ‘ one to one’ or in a group meeting. 

Conclusion.
1.   The current development of a credible long term  working partnership  between BCUHB and NW ARMA should in the medium/ long term  positively cascade to service users and support groups and  thereby encourage participation. The development of the ‘Signposting’ initiative should create greater awareness of the existence of support groups and /  or the ‘conduit’ through which to express views and greater participation.
2. Expression of service user views and participation in various forms should be valued and encouraged. This may vary from physical presence to email, letter, telephone or video link where possible. If possible  free confidence  / skills training should be offered to those parties interested  in gaining  more  skills. ( Perhaps through 3rd. Sector ). If undue pressure is applied to attend meetings this may have a negative effect and discourage participation! As confidence increases, greater participation may result.
3. Minor funding for travel expenditure should be considered to encourage service user participation.
It is hoped that this brief ‘paper’ provides some ‘ food for thought’ and is a positive attempt to capture some of the difficulties and dilemmas facing service users and support groups alike. Thanks are given to all service users who contributed to  its production and scrutinised the  document.

Chris Sweetnam,Chairperson and Co- convenor, North Wales Arthritis and Musculoskeletal Alliance Network Group.  7th. February 2014.                                                       
Appendix 1. 
Service User  scenarios  past and  recent.
Question posed was:-
It was suggested that we ascertain the difficulties that members may face in attending and participating in group meetings / activities.

By the nature of many musculo-skeletal related conditions, mobility issues, pain and often the  side effects of medication can create problems not encountered by  the average person.

It would be greatly appreciated if you could consider the issues and  provide us with  your thoughts on the matter.
Feedback from Service Users

Arthritis sufferer
The issues that spring to mind are the obvious ones of:
+ seating
+ general accessibility
+ being close to transport routes
+ parking

Additionally, since it's known that people with Musculoskeletal conditions are more likely than average to be out of work, costs of attendance are a factor - availability of out of pocket expenses (and the speed with which they are paid) is a factor.

Finally, given the fluctuating nature of the conditions, groups also need to recognise that members' attendance may not be consistent and they may drop out at short notice.
1) Location I have had trouble locating the meeting room several times. I have struggled two or three times wandering round, carting my stool with me and getting increasingly sore and tired.

2) Timing (after a full working day, from 8.00 am start, I really do struggle to sit through these meetings out of sheer physical discomfort). I understand that it is impossible to provide pain-free seating for all, but the quality of  some chairs available is really awful. Even though I bring my own stool, it is no good for more than an hour. If meetings did not have to be at the end of a full working day, it may help considerably.
Lupus Sufferer.

The difficulties that I have in attending the meetings  representing Lupus North Wales, is that I also suffer with the condition.  Unfortunately we do not know from one day to the next how well we will be, often I feel well enough to attend the meeting in the morning, but by late afternoon I cannot make it ! hence the late apologies for not coming. Therefore the lateness of the meeting does play some part in my participation,  I have been trying to get another member to come along with me, but unfortunately other members are quite a distance away and the lateness and distance does put them off, plus most members have Lupus.
Back pain sufferer.

Back spasms / severe episodes of pain are unpredictable and have no respect for timetables  / planned meetings

Medication can render a person incapable of coherent  participation  and attendance is thus inadvisable.

Sitting / Standing  chairing a meeting can be at the least uncomfortable and makes concentration difficult on occasions.

Service User Arthritis and chronic Back pain
“Re blockage from attending, I feel the reaction from  some of the Professionals shows a real lack of understanding of disability issues, despite understanding the conditions. No doubt due to the need to be dispassionate in diagnosis.
Furthermore, their perception of the third sector is woefully skewed, I'd be delighted to enlighten them.
The belief that 3rd sector has the infrastructure to have representatives everywhere is demonstrably false (after 7 years). The barrier there is that officers (Paid staff) are extremely proscriptive about what can be said. They are unlikely to put forward anyone who is forthright in their opinions, which is what we need.
Many people are reluctant to join groups because there is a wide perception of what sort of activities are on offer. Such people are likely to have their own opinions, but the current ARMA  network disenfranchises them. 
We need to bridge that gap by inviting patients to voice their own opinions personally, or through a facilitator (which we must establish).
We have failed to guess why people do not get involved. I think the time is right to ask the people themselves (which requires preparing information that informs and asks for views). We need to establish   and encourage a range of channels for people to contribute, It is not just about attending meetings”.
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