A Somerset Neurological Alliance:
Next Steps!

Friday 16th December 2011

11.00 am – 1.00 pm
Clarke Willmott Solicitors, Taunton

In attendance: 

Service users/patients/carers:

Chris Rugg
(SU) Advocacy in Mind (ataxia and arachnoid cyst Service user rep.)
Emma Bone 
(SU) Epilepsy service user representative
Fleur Bale
(SU) Chair of the Taunton & District MS Society
Jeremy Adams
(SU) Parkinson’s UK volunteer
Julie Roost
(SU) Encephalitis Society Representative
Peter Wright
(SU) Parkinson’s UK member
Sian Parry
(SU) Trigeminal neuralgia service user representative
Valerie Palmer
(carer) Huntington’s Disease Association  
Facilitating/staff:

Bill Nevin
(P) MND Association

Geoff King (Chair)
(P) Parkinson’s UK 
Lucy Nicholls (Sec.)
(P) Local Involvement Network
Greg Saunders
(P) Foot Antsey
Lynda Chatfield
(P) Stroke Association

	
	Detail:
	Action

	1.
	Welcome:
Geoff welcomed everyone to the meeting.
Apologies: had been received from Ali Bazeley (Headway), Maggs Keohane, Arthur Keen, Andrew Kemp, Chris Andrews, Michele Hopes (Headway) Clare Stoneman (Foot Antsey), who would all like to participate in future meetings and receive any notes or minutes from this meeting.
	

	2.
	Introductions:

Everyone introduced themselves. 
	

	3.
	Agreement of format of meeting (who will chair etc):

Geoff offered to chair the first meeting and Lucy offered to take the minutes. Lucy said that she would be happy to provide ongoing admin support. 

Geoff explained that the model of a neurological alliance is about local people setting up a grass-roots patient/user/carer led organisation focusing on neurological conditions. All Neurological Alliances have a local flavour and all are a bit different. But all enable patients/service users and carers to have a two-way gateway into the health and social care services, to enable their voices to be heard.
	

	4.
	Feedback from initial meeting:

Geoff reminded everyone of the talks that were given at the initial meeting on 24 October. Linda Poole from the Neurological Alliance will be kept in the loop about what is happening in Somerset. 
We had a presentation from David Wray, Chair of Swindon and Wiltshire Neurological Alliance, which has been going on for 18-24 months. Geoff noted that the Swindow & Wilts Alliance had kicked off on some good work without getting too bogged down in structures and governance. 
	Geoff

	5.
	Discussion of ideas for next steps:

          - Possible structures

          - Possible steering group members

          - Ideas we liked from initial meeting: SWANO training day?

There was general discussion about the group structure, and who might like to take on some key roles.

Suggestions were made about a future conference or workshop in order to gather wider views of what local organisations and patients/carers want.

Lucy asked what other organisations may need to be contacted to be kept in the loop for future work. The following were suggested:
· Somerset Epilepsy (meetings at Musgrove on 12 Jan) – Theresa Smith
· Ataxia UK – nearest branch in Exeter (0845 644 0606)
· Compass Disability Network (formerly SAIN)
Discussed whether to include mental health organisations – general feeling was that while neurological conditions may impact on mental health, this would not be included in the definition of a neurological condition.

Chris expressed concern that there is no research being done in this country about ‘arachnoid cysts’, which is what he has been diagnosed with. There are 15,000 people in the country with this diagnosis. 
Julie suggested contacting other Neurological Alliances and asking what organisations were members – then find out whether we have these locally.  Geoff agreed to do this.
Geoff asked whether the attending people were happy to consider themselves as a de facto/acting Steering Group. Greg expressed concern that governance issues should be somewhat firmer in order for the group to go forwards in terms of funding etc. He offered to present a brief (n.b. and definitely not boring) presentation about this at the next meeting.
Lucy suggested setting up the Neurological Alliance as a sub-group of the LINk and explained that this could release funding for the group and also expenses for key Steering Group members. Lucy explained that a member from the Neurological Alliance should report to the LINk Steering Group. Chris Rugg volunteered to be the LINk Representative and to attend the Steering Group at the LINk.  Lucy to liaise with Chris and to meet in early January.
Fleur asked what our aims would be. Geoff said it was about providing a vehicle to put forward the views of users and carers to the statutory services and to raise the profile of various conditions. Also lobbying for the profile of neurological conditions can be raised. Linda suggested having a one-page Terms of Reference. Geoff offered to draft that with Lucy and Sian. 
Foundation House has a newsletter which may be useful for advertising the group.
Fleur asked whether we could ask the Swindon & Wilts group about their membership and constitution. Geoff will do this.
Acting Chair: Fleur 

Acting vice-Chair: Valerie

Acting Communications Officer: Sian 
Acting Assistant Communications Offer: Emma (in particular, helping with distribution and ideas for places to put information)

There was agreement about the need to feedback to our local groups the same message. Geoff said that his Terms of Reference can be a starting point.
Linda said there is a network of stroke clubs across Somerset and she will send us the details of the people that lead them. 

Jeremy and Peter offered to be the link with the branches of Parkinson’s UK in Somerset.
Valerie suggested that Compass Disability Networker can also be used to distribute information.

Wilmott Clarke has been offered as a venue for future meetings. It was agreed that this was convenient for the foreseeable meetings of the Somerset Neurological Alliance Steering Group.  It was agreed to write them a letter of thanks.
Geoff asked what people thought of the training day / neurological fair for local organisations and member of the public to attend. This could be tied in with having representatives on planning groups in local areas.  It was agreed to think about this at the next meeting.
Somerset no longer has a group where people come together to look at neurological services – it used to have a group run by Ann Anderson, who chaired it, and Alison Rowswell also attended (Neurological Planning Group?).  In Gloucestershire they have produced rather a good booklet/guide for people diagnosed with neurological conditions. Geoff will distribute this via email.  Swindon and Cornwall are taking this on and customising it for their local areas. 
	Geoff
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	6.
	Next steps: Items for future consideration:

Next steps – see Actions list below.

Ideas for discussion at future meetings:
· Neurological Fair

· Neurological Conditions Booklet

· Developing a website
	

	7
	Any other business:

There was no other business.
	

	8
	Date of next meeting:

Lucy and Geoff will come up with some dates and send out a Doodle Poll and see when people want to meet – sometime after the LINk Steering Group on 17th January. 


	
Lucy


	
	List of Actions from the meeting:
	Responsible:

	1. 
	Linda Poole: Linda Poole from the Neurological Alliance will be kept in the loop about what is happening in Somerset. 
	Geoff

	2. 
	Membership organisations: Julie suggested contacting other Neurological Alliances and asking what organisations were members – then find out whether we have these locally.  Geoff agreed to do this.
	Geoff

	3. 
	Greg to prepare non-boring talk: Greg expressed concern that governance issues should be somewhat firmer in order for the group to go forwards in terms of funding etc. He offered to present a brief (n.b. and definitely not boring) presentation about this at the next meeting.
	Greg

	4. 
	Affiliate group with LINk: Lucy suggested setting up the Neurological Alliance as a sub-group of the LINk. Lucy explained that a member from the Neurological Alliance should report to the LINk Steering Group. Chris Rugg volunteered to be the LINk Representative and to attend the Steering Group at the LINk.  Lucy to liaise with Chris and to meet in early January.
	Lucy & Chris

	5. 
	Geoff to draft aims: Fleur asked what our aims would be. Geoff said it was about providing a vehicle to put forward the views of users and carers to the statutory services and to raise the profile of various conditions. Also lobbying for the profile of neurological conditions can be raised. Linda suggested having a one-page Terms of Reference. Geoff offered to draft that with Lucy and Sian. 
	Geoff &

then Lucy &

Sian



	6. 
	Membership organisations: Fleur asked whether we could ask the Swindon & Wilts group about their membership and constitution. Geoff will do this.
	Geoff

	7. 
	Stroke clubs information: Linda said there is a network of stroke clubs across Somerset and she will send us the details of the people that lead them. 
	Linda



	8. 
	Letter of thanks to Wilmott Clarke: Wilmott Clarke has been offered as a venue for future meetings. It was agreed that this was convenient for the foreseeable meetings of the Somerset Neurological Alliance Steering Group.  It was agreed to write them a letter of thanks.
	Geoff

	9. 
	Distribute Gloucester’s Neurological services booklet: In Gloucestershire they have produced rather a good booklet/guide for people diagnosed with neurological conditions. Geoff will distribute this via email.  Swindon and Cornwall are taking this on and customising it for their local areas.
	Geoff

	10. 
	Date of next meeting: Lucy and Geoff will come up with some dates and send out a Doodle Poll and see when people want to meet – sometime after the LINk Steering Group on 17th January. 

Post-meeting note: This poll can now be found at: http://www.doodle.com/kdp9ruzam562xtfg

	Lucy
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