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About this Report

London Councils, The City Bridge Trust and City Parochial Foundation are supporting work to suggest what an organisation able to represent and support disabled and Deaf people in London through their organisations might look like.  

The Steering Committee set up to take this work forward appointed a Project Board to recruit and oversee the work of consultants.  Equal Ability CIC, Dominic Church, and the National Centre for Independent Living (NCIL) (the consultants) were appointed do the work. 

The consultants were asked to find out where there were groups of Deaf and disabled Londoners, find out from them what they wanted from a new organisation, and draw up a draft Specification for a new London-wide support organisation.

This is a first report of consultation findings and of the draft Specification work.  This Report will now go out to groups and others who have responded so far.  The consultants need to know what groups think about their proposals for the new organisation.  We have asked some questions in this report.

Responses must be received by 18 January 2008 so that a final Report and Specification came be written by 31 January 2008.

You can respond in whatever way is easiest for you.

On www.Big-I.org - a web forum to exchange views

By email (which we find easiest) to london@equalability.com
By telephone 01924 270335 textphone to 01924 232436 to Sylvia or Daniel Monday to Thursday 8.30am to 4.30pm

By post to Equal Ability CIC, Amco House, Cedar Court Office Park, Denby Dale Road, Wakefield WF4 3BA

Work already done

There is, at the moment, no single organisation able to provide services at a London-wide level for London’s disabled and Deaf people’s groups. 

In March 2006 London Councils Elected Officers agreed to set aside £283,500 for London-wide support for Deaf and disabled people’s organisations in London.  They asked that getting this support in place was treated as a priority.

A consultation event with Deaf and disabled groups was held in June 2006. 70 organisations attended and those present identified strategic policy and capacity building support as priorities for disability groups in London. It was agreed that an organisation should be created, run by disabled and Deaf people for disabled and Deaf people, with true representation of the range of disability and minority groups from all the London boroughs.  
Before Disability Capital on 20 February 2007, the GLA commissioned ICM to manage an online survey on behalf the Mayor of London, to find out what were the key issues faced by organisations controlled by disabled and Deaf people. 

“Nothing about Us without Us?” was a forum for disabled and Deaf people’s organisations at Disability Capital in City Hall.  It was presented with a report of the research.  The rest of this section is part of that report.

What should a second-tier resource provide?

The survey asked respondents to list the three things that a new second-tier resource should provide. As expected there was a wide range of responses. The key area identified is not surprisingly support with core costs and funding with 42% identifying this as a priority. 24% identified overall support as a priority and 21% information. Surprisingly only 9% of respondents identified representation and only one person identified lobbying and campaigning.

A more detailed examination of priority areas indicates that respondents want a new resource to broadly do the following.

· Provision of core funding for local organisations

· Support in accessing funding and coordination of funding bids to benefit all local organisations

· Provision of an effective structure for representing disabled and Deaf people in London

· Provision of logistical support for organisations, including human resources, IT support, individual access requirements and affordable, accessible? office accommodation

· Provision of support around strategic and policy responses to government consultation

· Provision of research, briefing, information and advocacy

· Establishment of a London wide register of services, an internet forum and contact database

· Organisational capacity building including liaising with funders

· Publicity and media support

· Helping train disabled people to get into employment with DDPOs

· Provision of training for BSL, particularly stage two

What we have done

The consultants’ Research Team, Dominic Church with Laura Bryant-Smith and Penny Beschizza, found out where disabled and Deaf people’s groups and organisations were across London.  They then contacted as many groups as they could.

They contacted around 150 disabled and Deaf people’s organisations.  They asked their views on what the new organisation should and should not do. All groups were understood to be user-led and London-based.  

All borough-wide organisations were offered one-to-one interviews.  A few were not able to respond and a few responded that they were not interested.  

All other organisations were invited to one of two group consultation meetings held at NCIL’s offices and facilitated by their Information Officer, Wendy Gross.  Particular efforts were made to contact groups in communities not often fully represented at borough level.  Groups within the Deaf community were contacted by Penny, herself Deaf.

A web forum was also set-up to catch people’s ideas through informal discussion but this was not used by groups. 

The research team used the same questions to get feedback from all the groups whether they gave it in person, by telephone or in writing.  The questions were based on the results of the research carried out before ‘Nothing About Us Without Us?’ in February 2007. The answers the consultants found, which we give in the next section therefore add to those findings, bring them up to date, and take forward the key ideas that came from them.

What groups told us about the organisation

What it should look like

· It should have a very clear mission and objectives, and not be distracted by others. 

· It should not compete with the groups it is set up to support. 
· It should make sure it adds value for its stakeholders, and does not duplicate, the work of others. 
· It must be transparent about the way it is funded, about how decisions are made, and in the way that it works. 

· It must be accountable to groups of disabled and Deaf Londoners. 
· It should begin work as a small, efficient and business-like organisation, able to respond quickly, effectively and appropriately to the needs of groups of disabled and Deaf Londoners.

· It should have an appropriate structure that makes sure it can keep going. 

· It should not rely on short-term funding from a small number of public funders, but be flexible and commercial, adapting to changes in the funding environment. 

· It should ensure that all it does is accessible so:

· material, whether research, briefings, invitations, consultations or guidance, be presented in formats appropriate for a wide variety of needs and for a wide audience to engage people at the local level.

· if consultancy is sought or being facilitated there are a variety of ways to respond which are appropriate to different needs. 

· group meetings should be held they are in a variety of locations around London to avoid transport difficulties and engage boroughs on the city outskirts.

How disabled and Deaf people should be involved

Only two groups expressed an interest in becoming involved once the organisation is up and running, so these views provide more of a vision of the involvement people expect to see.
· It must be led, managed and run by disabled and Deaf people who have skills and experience in key areas like management, fundraising, campaigning and law. However, it should consider bringing in specialist knowledge and expertise where needed, people who are not necessarily disabled or Deaf but who acknowledge and implement the values of disabled and Deaf people.  

· Representatives of large and small groups should be involved on its Board or steering group to enable groups to have a say in the direction of the organisation.

· It should involve in a way that represents everyone, whatever their experience of disability, size of their group or their borough. 

· It should make sure groups that are often left out have an equal opportunity to join and contribute. 

· It should involve groups of people who experience barriers to participation, fitting with the social model of disability, but do not necessarily identify with being disabled. 

· It should involve groups of young disabled and Deaf people and individual young people as staff or volunteers. 

The skills its staff will need

· It needs strong leadership in order to stick to its objectives.
· Staff should be high quality, skilled and qualified, who between them have the necessary skills and professional expertise. ‘The right person for the right issues’ should get the job.

· Ideally they should have worked before in local areas and with lots of different people. 

· Staff should be able to answer enquiries quickly, efficiently and appropriately and so build a track record in service delivery. 

· It should welcome staff who are Deaf, disabled or experience other barriers to participation and reflect the range of impairments and the diverse backgrounds of London’s disabled and Deaf communities. 

· Staff should provide a role model for other organisations in how they work, for instance promoting good internal communication, inclusive of those who have different communication needs.

What groups told us about what the organisation should do London-wide

Influence policy

· It should report on policy so that local organisations have a regular flow of accessible information and can decide how to respond to issues. 

· It should be able to bring about real change, and have expertise in policy, strategy and influencing.  This would be useful because smaller groups need do not have funding for a policy officer or the time to spare. 

· It should have practical skills to raise awareness of key issues and shared concerns. They should be able to offer leadership by getting a large number of London’s disabled and Deaf groups to agree on lobbying objectives. 

· It should act as a mediator between government departments and the disabled and Deaf people’s sector on issues of common interest like the setting up of CILs (Centres for Independent Living).

· It should represent disabled and Deaf people’s organisations when more general government policy that affects disabled and Deaf Londoners’ groups is being developed, like policy on the role of the Third Sector.

· It should educate and lobby via the media to raise awareness of the challenges disabled and Deaf Londoners face while at the same time promoting their potential as productive London citizens. 

Monitor services available to disabled and Deaf people

· It should map the availability of services delivered by disabled and Deaf people’s groups in London. 

· It should map and monitor services available to disabled and Deaf people’s groups to ensure equalities and standards of services are in place.

· It should use information gathered on the quality of services as a lever to help local disabled and Deaf groups develop services that are less available or of lower quality in their area.

· It could help implement the disability equality scheme in London, ensuring services are accessible and that there is equal access to employment. 

· It could ensure the profile of the disability rights movement is not lost in the Equality and Human Rights Commission. 

Respond to consultations 

· It should forge a collective voice for London’s disabled and Deaf groups as they respond to London government and central government consultations.  

· It should facilitate contributions and co-ordinate responses to London-wide and national consultations.

· Voices may be conflicting, in which case it should put all sides forward and not choose which voice is the most appropriate. 

· It should hold group meetings to gather collective views and consultation documents made available in different formats for everyone to access.

· It should provide advice to smaller groups on techniques and deadlines, and should motivate them to respond to consultations.
· It should ensure that relevant consultations conducted by London government and central government are fully accessible to the range of disabled and Deaf people’s groups in London. 
Research

· It should carry out actual research and publish it. 

· It should gather accurate data of disabled and Deaf people in London. 

Bring people together to create a strong voice

· It must establish a continuous process of listening to different voices from around the city from people of different experiences and from different areas. 

· It should ensure all voices are heard and presented in a London-wide view, so not to discourage people from finding their voice at the local level.

· It should facilitate collaborative working and co-ordinated campaigning, which really pulls people together and creates solidarity amongst groups. 

· Ways it could facilitate include: 

· holding events to gather collective responses to consultations. 

· establishing a network of directors and chief executives who have the opportunity to meet regularly and exchange expertise, pass on experience and swap ideas, views and short cuts.

· enabling organisations to network and make connections with each other to discover who can give advice, information and support - paid or unpaid - when the need arises.  

· informal communication between organisations through forums creating the opportunity for team advice on local situations - issues such as funding, how to ‘sell’ one’s organisation and the services provided or how to communicate the Social Model. 

· creating a forum that can be used as a constant mechanism to acquire people’s views to form opinions and from here see that ideas reach policy makers.

· ensuring opinions and voices are heard and providing a platform for issues to be raised. 

· Communication coming from the London-wide organisation:

· should be fully representative of different communities and people of different experiences to ensure the voices coming from the organisation are credible. 

· should not be a single voice nor end up being the only one that is heard. 

· should stick to being a London-wide specialist on pan-London issues, so not to drown out the voice coming from the local level and not to discourage people from seeking out those opinions.  

· It should use its knowledge and communication to create a positive image for disabled and Deaf Londoners. 

· It should find new ways of promoting disabled and Deaf people to change attitudes and encourage young disabled and Deaf people to understand that they can become interesting, creative Londoners, really making a contribution to the city. 

Share knowledge, experience and best practice

· For many facilitating this should be the main role of a London-wide organisation.
· It should learn of and report activity, developments and change, giving organisations the opportunity to find out more about the strength of different organisations across the city. 

· It should facilitate the sharing of skills and experience to build knowledge and diversity.

· It could carry out work on a large scale, reporting national and international activity, and having joint conferences with other cities to share ideas and new information.

· It should facilitate groups to work together in partnership by:

· producing and making available a contact database of all Disabled and Deaf people’s organisations, to assist groups to decide whether to partner with another organisation for a project bid or seeking mentoring advice or training.

· bringing together groups that together demonstrate evidence of London-wide experience and so have a chance of qualifying for funding bids that are aimed at organisations working London-wide.

· bring smaller, grass-roots groups together who have similar skills and experiences. Partnerships could open the doors to projects that individual groups would not otherwise qualify for or ‘be in the right category’. This would combat concerns some had about the present situation where many initiatives are hampered by borough-only funding.

What groups told us about what the organisation should do to support individual groups

Funding assistance 

The consultation response on whether the London-wide organisation should have a role in obtaining funding for disabled and Deaf groups revealed the greatest difference of opinion.
· Not all groups needed assistance but there was general agreement that it should provide information of specialist or less well-known funding streams such as those from the EU or the private sector.

· It should have a good relationship with regular funders of disability or Deaf projects so that it can offer expert advice on what those funders are looking for. 

· It could even liaise with London-wide funders to develop new programmes. 

· It could monitor funding frameworks to ensure they are appropriate to the services that are needed in a particular area. 

· It should advise when changes in funding application processes occur. 

· E-mail alerts or on-line lists were popular suggestions of ways to reach people.

· Some groups could not access funding because of time and capacity rather than skills or experience. 

· Some groups would like it to provide a hands-on approach during the bidding process. For many this means help filling out forms, transcribing documents for those whose first language is not English (including Deaf people) and detailed support with commissioning and procurement once a potential funder has been identified. 

· Others were concerned that a comprehensive service in helping groups find and apply for funding would duplicate with local assistance that is already available.

· Some highlighted potential problems when groups are competing for the same bid and receive assistance from the London-wide organisation. 

Organisation support

· It could find ways to help some groups find the right disabled person with the right skills for the job perhaps by:

· facilitating organisations in discovering skilled individuals and to bring them into or back into the workplace. A graduate agency of young disabled and Deaf people and a database of the CVs of experienced and qualified people were both suggested.

· organising opportunities for more practical experience of workers within disabled and Deaf people’s organisations, such as volunteering opportunities and job creation schemes.

· providing advice how to manage effectively and deal with disability issues when they arise, such as when employees with different impairments. 

· Some groups felt they needed expert support, specialist help and very high quality training, such as:

· management training. Those in charge of groups often have strong communication skills, but do not always have a strong understanding of what is needed to keep the business running, run a budget or provide forward planning. 

· support to promote good practice of disabled- and Deaf-led employment.

· in-house visits by business experts. They could carry out audits and assessments and feedback to the group’s board on strengths, weaknesses and what change might be required, as many organisations do not know what kind of support to ask for especially when communicating with funders. 

· regular feedback so groups can be ‘ready to go’ when funding opportunities arise in terms of resources and in terms of support for management.

· Some groups wanted effective services and tangible advice addressing:

· human resources;

· legal advice;

· employment advice;

· insurance advice;

· marketing techniques;

· information/communication technology. 

While other groups clearly felt they had no need of this type of support, and some pointed out that such support was already available.  In areas where there is strong service support available groups could be directed to that source.

· Shared resources some groups would like to be made available included:

· Bulk buying such as printing contracts and office equipment, and shared posts, such as IT specialists, giving economies of scale enabling groups to compete better in the market and with national charities. 

· Support services such as interpreters, transcribers and emergency PAs.

· A resource centre (perhaps virtual, maybe in a library form) documenting research into all things relating to disabled and Deaf people and information about less-well known fields, such as BAME disabled and Deaf communities, mental health experiences and neuro-diversity. 

· Advice on accessibility and equipment needs.

Draft Specification for a new London-wide support organisation for Deaf and disabled people’s groups (LSO)

The Vision - What the organisation (LSO) is 

What we propose:

The LSO will be a business providing a first class support service to groups of Deaf and disabled people in London, and through them the wider Deaf and disabled community in London.  They will do this by facilitating their development, co-ordinating their voice, and putting their collective views to other bodies including government, public authorities, funders, and the voluntary sector.  All the LSO does will be based on the Social Model of Disability and will be a model of good practice in relation to access for everyone.

Why we propose it:

We believe that what is required to respond to the needs of Deaf and disabled people’s organisations in London, is an organisation that operates at a high level and can respond swiftly to opportunities.  But it also needs to be an organisation that works effectively with grassroots groups.

It must be an organisation that focuses clearly on the barriers disabled people and their organisations face in order to facilitate their removal.  It needs to work locally to ensure maximum access for Deaf and disabled people’s group to existing infrastructure support for the voluntary and business sectors.  It needs to work with organisations funding, commissioning or delivering services across London to ensure barriers to the inclusion of Deaf and disabled people’s groups are minimised.  It also needs to assist Deaf and disabled people’s groups to develop services that are not otherwise available.

Questions:


1. Do you agree that this is the right Vision for the LSO?

Where the organisation (LSO) will be situated

What we propose:

The LSO will eventually be based sub regionally in four or five different locations spread across London.  However, starting small one central office might be necessary, although meetings will need to take place sub regionally.

Why we propose it:

There are a number of organisations already working sub regionally in London, and these include the CVS.  The GLA is also working on a sub regional division of London.  The two divisions do not appear to be the same and a decision will need to be made as to what basis should be used.  It may be that a different division that makes sense when looking at the spread of strong borough-wide groups that could provide peer support to others in their sub region.

By working locally, staff will be able to build good relationships in the sub Regions both with Deaf and disabled people’s organisations, and with support organisations.

We would propose that office space within an existing organisation should be explored for the effective sharing of resources.  The choice of location may depend on whether a particular Borough is prepared to grant discretionary business rate relief.

Questions:


2. Should the LSO co-locate with another organisation?

3. If so should it be the same type of organisation in each region?

4. What type of organisation should it be - the mainstream voluntary sector, an established Deaf or disabled people’s organisation or somewhere else?

5. How should the regions be defined?

How the LSO will be staffed

What we propose:

The LSO will have a comparatively small staff but they will be flexible and able to operate effectively when working with staff at senior levels within public sector bodies and so on.

The LSO will be led by a Chief Officer together with appropriate administrative support for their role which would be:

· Leadership

· External Relations with key organisations such as GLA, London Councils,

· Strategic direction implementation

· Board relations

· Media and public relations

The remainder of the staff team will have a clear facilitating role rather than actual delivery of day-to-day frontline services.  The roles the Team will need to fulfil will be:

a. To facilitate the development of local groups of Deaf and disabled people and the building of community, to provide an effective voice of Deaf and disabled people within each sub Region.

b. To facilitate the inclusion of the voice of under-represented sections of the Deaf and disabled community within pan-impairment groups or through their own groups where appropriate including people who are covered by the DDA (Disability Discrimination Act) but do not self identify as disabled people.  These sections should include:

· People with long term medical conditions

· People who experience mental distress or illness

· BAME Deaf and disabled people including asylum seekers

· Neuro-diverse people and people with learning difficulties

· The Deaf community 

· Older Deaf and disabled people

· Deaf and disabled people in the LGBT (lesbian, gay, bisexual, transgender) community

c. To cover a number of specific areas of policy and research and to coordinate the response to any consultation in that area.  Policy areas could include:

· Private sector service provision

· Public sector services such as the justice system

· Education 

· Employment

· Health

· Independent living

· Transport

· Leisure

· Housing

· Access

· Regeneration

Why we propose it:

This structure will enable the LSO to be near the ground and yet ready to feed in to consultation and involvement exercises London wide and beyond.

It will give staff the ability to work across London as well as locally.  We recognise that some may feel the specific responsibilities in b. are not in line with the Social Model.  However, focus in this work needs to be on the barriers specific communities face in accessing borough-wide organisations, and their specific issues that may need to be addressed.

Questions:


6. If we moved ahead on this basis, would the interests of all groups of Deaf and disabled people be covered?

7. If not, who would we be missing?

8. The LSO will have to start small.  Which of the policy areas do you think are most important for it to focus on first?

What legal structure the LSO will have 

What we propose:

The LSO will be a CIC or community interest company which is a limited company that is not for profit.  So if any money is made from what the LSO does it will go back in to the work of the organisation or benefit the wider Deaf and disabled community in London.  The company will be a social enterprise.  

The members of the CIC will be the Board.  We suggest a Board size of 8 to 12 including a Non-Executive Chair, the Chief Executive Officer, group representatives from the boroughs, non Executive Directors and co-opted members.

The Board will need to be chosen for their skills.  We recommend that a non Executive Chair, who must be a Deaf or disabled person, is appointed.  Deaf or disabled Board members representing borough wide organisations will have places. Depending on the available skill mix a number of specific non Executive Directors may be recruited for their skills, such as finance, human resources, and legal, who will, if possible, be Deaf or disabled.  One role of the LSO must be to provide opportunities to ensure disabled people can develop the necessary skills or that disabled people with the necessary skills can, if necessary, develop their understanding of the Social Model.

The Board will also have the responsibility to co-opt if it is clear any key community interests are not represented through the borough Board members.

We recommend that non staff appointments are for fixed terms with a rigorous process set up to assess recruitment which involves independent assessors external to the LSO. 

As a business the CIC’s Chief Executive Officer, and possibly other staff, will be on the Board and there will therefore need to be a Remuneration Committee with external independent advice to set senior staff salaries.  Members of the Board, or their organisations, will be paid for the time they spend because being on the Board will be a part-time job to which they are contributing their skills.  External assessment mechanisms will need to be in place to review payments.

Why we propose it:

We are proposing a CIC that is not a membership organisation but that it is made clearly accountability to the Deaf and disabled community in London through their groups for two main reasons:

1. We believe it is essential that the LSO gets away from the Charity Model.  Disability has, for too long, been seen as a charitable issue.  The new organisation needs to convey the clear message that disability is a rights and a business issue.  A Community Interest Company is a regulated not-for-profit company with limited liability.

2. We believe that the LSO needs to have a clear business focus, and be able to respond swiftly to opportunities that arise.  The charity structure with the paid staff unable to be on the Board would not help this focus.

There are issues as to how well CICs are recognised by funders, as the structure has only been available since 2005.  However, we have spoken to all the potential major funders and they are all willing to consider applications from a CIC.

As a business it is very important that the Board has appropriate skills to set the strategic direction and oversee the effective operation of an organisation of this nature.  The recruitment process and the remuneration structure needs to secure this.

Questions:


9. Do you agree with the move away from the Charity Model?

10. Have we got the Board right?  If not, what would you suggest?

11. Do you think there will be enough safeguards in place to ensure the skills required by the Board?

How the LSO will be accountable

What we propose:

Each region will have a forum for local borough based groups.  One or more forums may also be set up for specific areas of interest.  Forums will be facilitated by local staff and will meet at least once a quarter, regularly so people can plan their attendance.  Each sub Region forum can put forward a representative for the Board whose role will mainly be to make sure that Regional groups’ specific interests are represented.  

Once a year the LSO will be required to hold its Annual General Meeting in public and invite representatives of Deaf and disabled people’s groups in London and other key stakeholders such as funders.  They will have the opportunity of speaking, in response to the Annual Report, about their views of the performance of the LSO.

Why we propose it:

From the consultation process emerged a picture of organisation stretched, with limited resources in time to give to developing and delivering a new organisation.  There was also a hope that the LSO would not be taken over by a small number of disabled people.  We hope the structure proposed will strike the necessary balance.

By building in a forum structure as central to the operation of the organisation, but removing from organisation members the responsibility of ensuring the LSO functions effectively, we hope that involvement in the LSO of disabled people’s organisations can be built in a way that fits with the capacity of the whole range of London groups.

Questions:


12. Do you think the Forums will give local and specific groups enough involvement in the LSO?

13. Do you think people will stand for the Board?

14. Do you think people will come to the AGM?
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