A Somerset Neurological Alliance:
Next Steps!

Monday 30th January 2012
11.00 am – 1.00 pm
Clarke Willmott Solicitors, Taunton

In attendance: 

Service users/patients/carers:

Chris Rugg
(SU) Advocacy in Mind Manager (ataxia and arachnoid cyst Service user rep.)
Fleur Bale (Chair)
(SU) Chair of the Taunton & Dist. MS Society; Compass Disability

Emma Bone 
(SU) Epilepsy service user representative
Jeremy Adams
(SU) Member of Taunton & Mid Somerset Branch of Parkinson's UK
Julie Roost
(SU) Encephalitis Society Volunteer Regional Representative
Peter Wright
(SU) Member (and Membership Secretary for) Taunton & Mid Somerset Branch of Parkinson's UK
Valerie Palmer
(carer) Huntington’s Disease Association; Compass Disability  
Facilitating/staff:

Geoff King
(P) Parkinson’s UK 

Lucy Nicholls (Sec.)
(P) Local Involvement Network

Greg Saunders
(P) Foot Antsey

Lynda Chatfield
(P) Stroke Association, Family and Carer Support Coordinator
Andrew Kemp
(P) SWANO & MS Society
Ali Bazeley
(P) Headway and SWANO

Claire Stoneman
(P) Foot Antsey, Vice Chair Headway Somerset
Kathryn Miller-Hunt
(P) <awaiting further details>
	
	Details
	Action

	1.
	Welcome
Fleur welcomed everyone to the meeting.
	

	2.
	Apologies

Apologies were received from Sian Parry.
	

	3.
	Introductions
Everyone introduced themselves to the group.
	

	4.
	Agree minutes of last meeting

The minutes of the last meeting were agreed as an accurate record.
	

	5.
	Actions from last meeting: (see table below)
	


	
	List of Actions from 16 Dec 2011:
	Who:
	Progress:

	1. 
	Linda Poole: Linda Poole from the Neurological Alliance will be kept in the loop about what is happening in Somerset. 
	Geoff
	Geoff reported that Linda is very pleased with developments and if there is anything she can do, please get in touch.

	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
	List gathered and sent to Lucy – we will start looking at compiling a more formal list of local organisations.

	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 presentation about this at the next meeting.
	Greg
	Done and presented at today’s meeting.

	4. 
	Affiliate group with LINk: Lucy suggested setting up the Neurological Alliance as a sub-group of the LINk.
	Lucy & Chris
	Done: discussed later in the meeting.

	5. 
	Geoff to draft aims.
	Geoff &

then Lucy &

Sian
	Done: discussed later in the meeting.

	6. 
	Membership organisations: Fleur asked whether we could ask the Swindon & Wilts group about their membership and constitution. Geoff will do this.
	Geoff
	Done. (Geoff to provide list for Lucy.)

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


	Done. Lucy has this list.

	8. 
	Letter of thanks to Wilmott Clarke.
	Geoff
	Not yet done – to carry forward.

	9. 
	Distribute Gloucester’s Neurological services booklet.
	Geoff
	Done.


	
	Details
	Action

	6.
	Update from the LINk Steering Group meeting of 17th January

Lucy gave a presentation to the LINk Steering Group (embedded below) along with Chris and Julie, who gave personal accounts of their experiences of diagnosis and health services. 


[image: image1.emf]SNA LINk  Presentation


The LINk Steering Group agreed to fund the Somerset Neurological Alliance as a sub-group of the LINk for 12 months, up to a budget of £2,000. This should help fund the initial projects of the SNA.

Chris and Julie were also invited to join the LINk Steering Group as members.
	

	
	Talk by Greg Saunders from Foot Antsey: Corporate Structures for the Somerset Neurological Alliance.
Greg gave a talk about possible structures for a SNA (embedded below).

[image: image2.emf]Greg's Presentation  about Governance Structures


It was agreed that a small sub-group would be set up to look at structures, probably by email to start with. Lucy, Clare, Geoff and Valerie Palmer agreed to form this.  It will start by getting a list of existing RNAs and comparing what structures they are using (Geoff).
N.B. Contact details for Foot Antsey: 

Greg Saunders (greg.saunders@footanstey.com) : 01823 625 620

Claire Stoneman (claire.stoneman@footanstey.com) : 01823 625 641
	Geoff

	7
	Terms of reference (Geoff)
Draft Terms of Reference were circulated to the group. Geoff explained that these were his initial thoughts from looking at other groups, and asked for comments.

Amendments to the TOR were suggested and discussed. Lucy to make amendments and distribute amended TOR with minutes.
	Lucy

	8
	Budget discussion

Lucy to include Theresa Smith in the distribution list for the minutes. Emma agreed to take existing hard copy of minutes to Theresa Smith who coordinates Musgrove Park Epilepsy Support Group.

Agreed that the SG would pay expenses to cover people’s travel to the SG meetings. Lucy to bring expenses forms to next meeting.

Forthcoming events/publicity opportunities:

Val Palmer: On 10 May: Disability Somerset Independent Living Exhibition at Junction 24. Might be worth considering booking a stall. Costs about £100. Perhaps a good place to distribute questionnaires. Can put up a display and leaflets. Agreed that we would do this: Lucy to book.

Chris Rugg: On 23 May: Mind have a conference in Viviary Park – two marquees.  Looking for organisations to put displays on. Chris to find out more and report back to the next meeting.
	Lucy

Lucy

Lucy

Chris

	9
	Workplan
Surveying 

Lucy suggested kicking off with a survey in order to look at what is going on in Somerset at the moment. 

Ali said that Swindon are using a questionnaire that they are distributing to all members in order to ascertain the current status of services.  Will benchmark what is happening in Somerset in terms of services. 

There was some discussion about how long a survey should be: agreed that shorter questionnaires might be better.

The questionnaire could include an option for people to sign up to the SNA and asking whether they want a longer questionnaire.

It is worth asking how long ago people were diagnosed, as people will have different needs and issues at different parts of their journey.

Group to get together: Ali, Chris, Andrew, Lucy, Julie – will discuss via email.

Lucy to draft a covering letter/newsletter perhaps with the TORs which are a tangible thing to distribute. 

Andrew: Make sure that Google result for Somerset Neurological Alliance is up to date and working. Andrew offered to register a domain name and ensure that this is working correctly at no cost.

Fleur to look into other organisations that need to be contacted.

Ali has a SWANO email list that we can use to distribute initial information and surveys.

Ideas to carry forward (depending on result of surveys etc): Neurological Fair, Neurological Conditions Booklet and developing a website.
	Ali to send to Lucy

Lucy to plan

Lucy
Lucy to check

Fleur

	10
	Date of next meeting

Wednesday 29th February: 11-1pm

Ideas to carry forward: Lucy to draft a covering letter to key contacts at PCT etc. introducing the Alliance – to carry forward and discuss next time. 
	


	
	List of Actions from the meeting:
	Responsible:

	1. 
	Contacting other 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 has sent a list to Lucy – Lucy will start looking at compiling a more formal list of local organisations.
	Lucy

	2. 
	Membership organisations: Fleur asked whether we could ask the Swindon & Wilts group about their membership and constitution. Geoff will do this. Geoff has done this – Geoff to send list to Lucy. 
	Geoff

	3. 
	Letter of thanks to Wilmott Clarke. 
	Geoff

	4. 
	Corporate Structures sub-group: It was agreed that a small sub-group would be set up to look at structures, probably by email to start with. Lucy, Clare, Geoff and Valerie Palmer agreed to form this.  It will start by getting a list of existing RNAs and comparing what structures they are using (Geoff).
	Geoff 

	5. 
	Amending Terms of Reference: Amendments to the TOR were suggested and discussed. Lucy to make amendments and distribute amended TOR with minutes.
	Lucy

	6. 
	Lucy to include Theresa Smith in the distribution list for the minutes. Emma agreed to take existing hard copy of minutes to Theresa Smith who coordinates Musgrove Park Epilepsy Support Group.
	Lucy

	7. 
	Travel expenses for SNA Steering Group: Agreed that the SG would pay expenses to cover people’s travel to the SG meetings. Lucy to bring expenses forms to next meeting.
	Lucy

	8. 
	Forthcoming events: Val Palmer: On 10 May: Disability Somerset Independent Living Exhibition at Junction 24. Might be worth considering booking a stall. Costs about £100. Perhaps a good place to distribute questionnaires. Can put up a display and leaflets. Agreed that we would do this: Lucy to book.
	Lucy

	9. 
	Forthcoming events: Chris Rugg: On 23 May: Mind have a conference in Viviary Park – two marquees.  Looking for organisations to put displays on. Chris to find out more and report back to the next meeting.
	Chris

	10. 
	Draft Benchmarking Survey: Ali, Chris, Andrew, Lucy, Julie – will discuss via email.
	Lucy to coordinate

	11. 
	Draft covering letter: Lucy to draft a covering letter/newsletter perhaps with the TORs which are a tangible thing to distribute. 
	Lucy
(see below)

	12. 
	Other orgs: further research: Fleur to look into other organisations that need to be contacted.
	Fleur



Aim
To champion the needs of people with neurological conditions and their families and carers living in Somerset.
Objectives
1. To enable the health and social care needs of people with long term neurological conditions and their families/carers living in Somerset to be clearly identified.

2. To provide a voice for people affected by neurological conditions in Somerset. 

3. To provide a key point of patient/user/carer contact for health and social care agencies in Somerset on generic neurological issues.

4. To engage with health and social care commissioners and support services to ensure that service commissioning is based on the needs and experience of people with neurological conditions and their families/carers.

5. To monitor the delivery and quality of services, feeding back to service commissioners and providers.

6. To lobby and campaign for improved health, social care and support services, working in collaboration with other organisations with common objectives.

Governance
In the short/medium term, to function as a Sub-Group of the Somerset Local Involvement Network (LINk).

In the medium/long term, to function as a stand alone membership based voluntary organisation affiliated to the national Neurological Alliance.[image: image3.png]
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A Somerset Neurological Alliance: 

First steps and proposals







Lucy Nicholls

Chris Rugg

Julie Roost







17 January 2012











A bit of background

Neurological conditions result from damage to the brain, spinal column or nerves, caused by illness or injury.



Over 8 million people (1 in 6) live with a neurological condition, but awareness of these conditions is not very high.



HWE to provide leadership and support to local HealthWatch Organisations; Propose that CQC investigate poorly performing services;

Advise SofS, NHS Commissioning and Regulators, including CQC itself – and have a response









What are some neurological conditions?

Intermittent disorders such as epilepsy or migraine

Progressive long-term conditions such as Parkinsons Disease, Multiple Sclerosis and dementia.

Life threatening, acute conditions such as stroke and traumatic brain injury

		









The National Neurological Alliance has many members representing patients and carers:

Action for Dystonia

The Association of British Neurologists

Association of the British Pharmaceutical Industry 

Association for Spina Bifida & Hydrocephalus

Ataxia Telangiectasia Society

Ataxia UK

Brain Tumour UK

Brain and Spine Foundation

British Polio Fellowship

Different Strokes

Dystonia Society 

Encephalitis Society

Epilepsy Action

Headway





Huntington's Disease Association

Joint Epilepsy Council

Lincolnshire Post Polio Network

Migraine Trust

Motor Neurone Disease Association

Multiple Sclerosis Society

Muscular Dystrophy Campaign 

Multiple Sclerosis Trust

National Centre for Young People with Epilepsy, 

National ME Centre 

National Society for Epilepsy

National Tremor Foundation 

Neurosupport

Parkinson’s UK

Primary Care Neurology Society 

Progressive Supranuclear Palsy  

Association Rehab UK

Shane Project

Speakability

Stroke Association 

Sue Ryder Care

Tourette Syndrome Association UK

Tranverse Myelitis Association

Trigeminal Neuralgia Association UK

Tuberous Sclerosis Association UK 

Acquired Brain Injury Forum







Regional neurological alliances

Aim to be the voice of people living with neurological conditions



All have differing constitutions and structures, but most engage with local LINk.

		









Policy Set nationally - priorities determined locally



Local services, local people with local knowledge



Statutory duty to engage and involve 



Easier for local commissioners to talk with one organisation



RNA better placed to contribute……..



	…One credible, united group speaks with a louder voice and is better heard

Regional Development Project



Why have an RNA?

Swindon and Wilts Neurological Alliance

www.swna.org.uk

Some thoughts from Swindon and Wiltshire… 





*









What have we done so far in Somerset?



24 October 2011: SWANO and LINk staff arranged an initial meeting with patients / carers to gauge interest in the project – wide media coverage and support from local solicitors. 40 attendees.

16 December 2011: Second meeting established a core group of committed volunteers (patients & carers) who want to take this forward. 20 attendees / 50 interested people on mailing list.

30 January 2012: Next meeting planned.

		









What have we achieved so far in Somerset?



Established core group of volunteers to take this forward

Agreed volunteers’ roles

Drafted Terms of Reference

Discussed draft project ideas:

Improving patient experience (local information, booklet)

Improving staff and local community awareness (information days led by users / stalls for raising awareness / local marketing)

Agreed future dates







What would the emerging group like from the LINk?



To set itself up as a sub-group of the LINk, to secure officer time and expertise

To tap into the contacts and relationships that the LINk has built

To build relationships between neurological users/carers, LINk representatives and the wider health community and support services (including NHS Somerset and Somerset County Council)

To cover basic costs of volunteers’ expenses and project expenses







How would this benefit the LINk?



Project has already received a lot of publicity locally and also national interest, due to the LINk element in setting it up

Project would be a significantly valuable project for the LINk in important transitional year

Volunteers are already waiting to take on the work

Demonstrable equality impact: Volunteers are from variety of backgrounds with a variety of conditions and personal experiences … 







Personal experiences…











Proposals:



Group to set itself up as a sub-group of the LINk (Somerset Neurological Alliance – LINk Sub-group);

Group to provide service user representative/s to attend and contribute to LINk Steering Group meetings, providing updates (Chris Rugg and Julie Roost);

Group to provide regular updates for LINk newsletter;

LINk Steering Group to agree the above and assign a ring-fenced budget (suggestion £2k) for the development of the sub-group. 



Budget to be used for e.g. for core members travel expenses, producing publicity material and possibly organising Neurological Fair.











‘The changes in the NHS mean that the voice of patients is increasingly important to ensure that the services they need for accurate diagnosis and care at all stages of disease are commissioned – a local Somerset Neurological Alliance is the way to strengthen that voice.’



Baroness Ilora Finlay





(Professor of palliative medicine, and an Independent Crossbench member of the House of Lords. Past president of the Royal Society of Medicine. Campaigner for patient involvement.)











Any questions … ?















Learn as you go and be led by community.

Recognise its a culture change







Somerset

[ | n m u
A

Your voice on local health and social care





Your voice on local health and social care





neuifefogical




swano

the south west alliance of neurological organisations
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CORPORATE STRUCTURES FOR THE SOMERSET NEUROLOGICAL ALLIANCE

GREG SAUNDERS 

30 JANUARY 2012







Content

		Key considerations.





		The issues explained.



		Types of corporate structure.



		Questions?

























KEY ISSUES

		Why set up a corporate structure?

		Fulfil objectives for Somerset Neurological Alliance.

		One voice for Somerset, lobbying, monitoring and campaigning

		Enable collaboration

		Ring-fencing risk

		Going beyond a charity’s objects

		Tax efficiency





		Priorities

		Limiting liability

		Financial sustainability

		Level of oversight

		Democratic input









THE ISSUES EXPLAINED (1)

		The veil of incorporation

		Separate legal personalities





		Limitation of liability

		Shares

		Guarantee

		Ring-fencing risk



		Risks

		Insolvency

		Bribery Act (risk for lobbyists)

		Going beyond your charity’s objects









THE ISSUES EXPLAINED (2)

		Finance

		Self-financing?

		Subsidies from member charities?



		Oversight

		Charities Commission

		Charitable objects

		Companies House

		Financial Services Authority



		Democratic input









TYPES OF CORPORATE STRUCTURE (1)

		Main types:

		Unincorporated association

		Company limited by guarantee (or shares)

		Charitable Incorporated Organisation (CIO)

		Community Interest Company (CIC)

		Industrial and Provident Society

		“Bencom” and “Co-op” models













TYPES OF CORPORATE STRUCTURE (2)

		Unincorporated association

		Default option

		No separate legal personality and members exposed 



	to unlimited liability.

		No tax advantages

		Company limited by guarantee (CLG) (or shares)

		Best for: self-financing and limiting liability

		Separate legal personality and liability limited to the guarantee (or value of shares)

		Owned by guarantor/shareholder members, appointing a board of directors.

		Directors’ duties under Companies Act 2006

		If a charity, directors also have duties of charity trustees,



	but receive charity tax breaks.

		Reporting requirements to Companies House









TYPES OF CORPORATE STRUCTURE (3)

		Charitable Incorporated Organisation (CIO)

		Governing regulations not yet debated by Parliament.

		Anticipated at some stage in the Spring of 2012.

		Like a charitable CLG, but with less red tape.

		Community Interest Company (CIC)

		Best for: Limiting liability, self-financing and protecting assets.

		Separate legal personality and limited liability

		Specifically designed for social enterprises. Deals with the 



	risk that a CLG may be “privatised”. 

		Assets can only be used for a community purpose.



	(asset lock)

		Not charitable, so no tax breaks.

		Objectives must pass “community interest test”.









TYPES OF CORPORATE STRUCTURE (4)

		Industrial and Provident Societies

		Best for: Democratic input and limiting liability.

		2 types – Co-operative (“Co-op”) and for the benefit of the community (“Bencom”)

		Both are jointly owned and democratically controlled by the members.

		Both have separate legal personality and liability limited to value of shares.

		Co-ops are for the mutual benefit of the members.

		Bencoms are for the benefit of the community. Similar to CICs (with an asset lock), but have charity status (with tax breaks) and operate under charity law.

		Filing requirements imposed by Financial Services Authority.

		Constitution consists of rules agreed by members.









QUESTIONS?

		Greg Saunders

		greg.saunders@footanstey.com 

		01823 625 620

		Claire Stoneman

		claire.stoneman@footanstey.com 

		01823 625 641









THANK YOU FOR LISTENING











FootAnstey

Actions speak louder.
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Actions speak louder.








