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Welcome

Dear Campaign supporters,

Welcome to the first issue of Campaign update. This is a new update especially for RNIB’s campaign supporters network.

Some of you will already be receiving updates on our campaigns through Vision, our magazine for members, but we know that not all our campaign supporters are members of RNIB.

In a recent survey conducted for RNIB, campaign supporters told us that they want regular communication on exactly what campaigners can do to help make RNIB’s campaigning voice stronger and more effective. You told us you want a campaign update that tells you how your involvement has brought about change for the better. You also want to know how you can bring about improvements for yourselves and the areas in which you live. You felt that a really good way to do this would be to hear directly from other blind and partially sighted campaigners who have achieved campaign success in their local communities.

This campaign update will be going out three times a year and will aim to do all these things. The new regional and local campaign network will also provide more support for local campaigning in England and will offer more opportunities for campaigners to get together and learn from each other’s experience.

Name your update

“RNIB campaign update” does what it says on the tin, but it’s not the most exciting title! We would like to hear your suggestions for what you’d like it to be called. January’s update will be published with a new title suggested by a RNIB campaign supporter.

Please contact Sally on the Campaigns hotline on 020 7391 2123, or email campaigns@rnib.org.uk

Take action

We would really welcome your feedback on this update, and we are particularly keen to hear from campaign groups and individuals who have stories to tell about their experience of campaigning in their local communities.

Please contact Sally on the Campaigns hotline on 020 7391 2123, or email campaigns@rnib.org.uk

Become a volunteer Campaign Co-ordinator and play your part in the success of RNIB’s national and local campaigns

· Are you frustrated at how difficult it is to get easily accessible information in the format that you require?

· Are you concerned that for many of us, being blind and partially sighted means that we continue to miss out on support and services that would help increase our independence and maximise our potential?

· Are you shocked by the lack of proper emotional and practical support available for everyone losing their sight at the point when they are diagnosed with their condition?

· Do you have issues with the quality of education provision or employment opportunities for people with sight loss in your area?

· Would you like to have your voice heard by legislators and policy-makers on issues like public transport and income and benefits?

Local campaigning and influencing is becoming more and more important as power continues to be handed down to the local level by the Government. To reflect this, RNIB is setting up a new regional and local campaigning network. We are looking for local volunteer Campaign Coordinators who will act as RNIB’s main local contact for individuals and groups wanting to become involved in campaigning for better services or opportunities for blind or partially sighted people in their area.

As a local volunteer Campaign Co-ordinator you will help to create a momentum for local and national change.

This could mean:

· Acting as a local contact for RNIB campaign supporters and groups with an interest in campaigning.

· Calling or emailing new campaigns supporters to welcome them.

· Keeping local campaigns supporters and relevant groups informed of campaigning activities and supporting their involvement.

· Meeting with local decision makers and influencers such as MPs and councillors in relation to agreed national and local issues.

· Identifying local campaigning issues, taking these forward locally, and feeding this information back to RNIB.

You don’t need to have done any campaigning before and no special equipment is required. You can work from home and hours are flexible to suit your needs. RNIB will provide you with the resources, advice and support you need to get active on issues that matter to blind and partially sighted people.

What you will need is:

· Experience of the issues that affect blind and partially sighted people.

· To be passionate about improving the lives of blind and partially sighted people.

As a local RNIB volunteer Campaign Co-ordinator, you will work closely with the Regional Campaign Co-ordinator for your area and will unite with like-minded people to campaign for positive change.

We value and appreciate the contribution that volunteers make to our success and are committed to ensuring that volunteering at RNIB is a rewarding and productive experience. In fact, without the support and commitment of volunteers, RNIB would be unable to carry out its vital campaigning work. We will ensure that you are supported to develop new skills, gain valuable work experience, and play an important part in RNIB’s campaigning work.

Take action

If you are interested in finding out more about this volunteering opportunity, contact RNIBs volunteer support team on volunteering@rnib.org.uk or call 0845 6030 575.

Campaign supporters still needed for Disability Living Allowance (DLA) lobby on 15 October!

Did you come along to our lobby in December 2006? That lobby was fantastic – over 1,200 of you travelled to Westminster to meet other blind and partially sighted campaigners and take part in what turned out to be the largest ever lobby of Parliament by people with sight loss.

The campaign is pushing for people with serious sight loss to be eligible for the higher ‘mobility rate’ of the DLA worth £46.75 per week. People with sight loss are currently only eligible to claim the lower rate of £17.75 per week despite the fact that they face some of the greatest difficulties moving around independently in the

external environment.

The December 2006 lobby achieved a turnaround by making the Government realise that it needed to look at this whole issue, as they had previously dismissed it as not important. The changes that are needed can be made and RNIB has been working hard with Ministers and officials from the Department of Work and Pensions to gain strong support, but we know the Government is under financial pressure so the decision could go either way. That’s why it is more important than ever that as many people as possible attend the lobby on Wednesday 15 October 2008 in what we hope will be the final stages of a successful campaign. This lobby is our chance to show the Government that we are angry, we aren’t going away and, with the help of MPs from all parties, we will keep pressing them until they do what is right.

What to expect on the day

On the day, we will meet with campaign supporters at Methodist Central Hall where from 11.30am we will provide drinks and sandwiches for people attending the lobby. At 1.30pm we will have some inspirational speakers to send us on our way and we will then all march together to the Houses of Parliament where the lobby will take place between 2.30pm to 5.30pm. You will have the opportunity, if you wish, to speak to your MP.

Take action

If you plan to attend and have not yet contacted RNIB for more information, it’s not too late to register! Contact Zoe on 020 7391 2096 or email her at DLAcampaign@rnib.org.uk for further details. RNIB will meet travel costs by prior arrangement.

If you can’t attend the lobby (or even if you can!), please write to your MP telling them the difference, higher ‘mobility rate’ of the DLA would make to you and asking ask them to sign Early Day Motion 1982 on ‘mobility benefits for blind people’. Write to the Secretary of State too. Zoe can provide you with a template letter which covers the main points to tell your MP.

Campaign voice

Local campaigner, Imtiaz Naqvi gives a campaign supporter’s view of the last lobby, and explains why he feels it is so important that as many people as possible attend on 15 October:

"My name is Imtiaz Naqvi and I am a registered blind person, I am also chair person of Bradford Association of Visually Impaired People (BAVIP).

In 2006, we took part in a campaign lead by RNIB and went to the houses of the Parliament. A coach was booked and BAVIP members went to London with enthusiasm. During the lobbying, BAVIP members and many others who travelled from all over UK, met MP’s and expressed concerns about the difficulties that are faced by people with sight loss. We emphasized how the higher of mobility rate can change the lives of people with sight loss. For example, with higher rate DLA, people can enjoy independency and also safety. I encouraged others to take part in the campaign because I felt that it was imperative to support the campaign as it was for our benefit. I met many other campaigners on the day who were excited and optimistic that our demand to obtain higher mobility rate would be considered by the Government.

In view of the fact that no firm measures were taken by the Government to approve our claim of higher rate of mobility, RNIB has organised a second round to lobby on 15 October 2008. It is important that as many people as possible get involved this time, to show support in favour of the campaign. Once the higher rate is authorised, people with sight loss will feel a change to their life."

Audio Description – can we have some more?

Independent research has shown a huge increase in the number of people who are now aware of audio description. This follows the awareness campaign earlier this year which included trailers on TV and radio as well as adverts in newspapers and magazines.

The research also found that “increasing the amount of audio described programming would be the main way of increasing usage among the visually impaired community”. This is something that you have been telling us and we have been telling Government for some time.

At present, the Communications Act requires broadcasters to audio describe 10 per cent of their programmes. Back in 2006, Ofcom (the broadcast regulator) refused to recommend an increase in the targets until there was an increase in awareness and take-up. Research now shows an increase in awareness, so we are calling for Government to increase the amount of audio described programmes.

With digital TV switchover beginning this Autumn in the Borders, many blind and partially sighted people will have access to digital TV equipment that can receive audio description through the help scheme.

We have met with the Minister and will update you as soon as we know the Government’s response. If they do not agree to increase the targets we will need to put a lot of pressure on them and will let you know what you can do to help us.

Health information is critical

Have you used the NHS in the last twelve months and found you couldn’t personally read appointment letters, test results or other health information?

If you or someone you know has been affected by any of these issues, you’ll know just how much this matters.

The NHS is failing to make information accessible to patients according to what blind and partially sighted people tell us. This has serious impacts, from missing out on getting timely medical treatments to taking medicines without knowing what warning is on the label.

We are deeply concerned that hundreds of thousands of people with sight problems across the UK face unreadable health information, loss of their right to privacy and increased risks to their health.

So what are we doing about it? We’re preparing to get out our doctor’s bag to start conducting some tests of our own...

· We’re going to listen to what people with sight difficulties have to say by putting the stethoscope on those who have used the National Health Service within the last twelve months.

· We’re going to run a series of health checks on the NHS to find out whether its heart is beating out accessible information reliably and in response to demand. Or is it as erratic as people are telling us, failing to meet demand and in need of an operation?

As these test results roll in, we will use them to build and deliver a new RNIB campaign to make health information safe and reliable for patients with sight problems. It’s critical that accessible health information is provided by the NHS.

Take action

If you can help us prepare for this new campaign please get in touch. We are very keen to hear from you.

Contact Hugh on the Campaigns hotline on 020 7391 2123 or email campaigns@rnib.org.uk

Major new RNIB Action for independent living campaign

Independent living means those with disabilities enjoying the same choice, freedom, dignity, control and opportunities as people who are not disabled – at home, at work, and as members of the community. It does not mean individuals doing everything for themselves, but it does mean that any practical assistance people need should be based on their own choices and aspirations [Source: Disability Rights Commission (DRC)].

Access to high quality social care services at the time they are needed makes a major contribution to improving the quality of life of blind and partially sighted people and is essential to enable people to fulfil their own potential for independent living. Without it, many face depression, isolation and the dependency that so often accompanies disability.

Support and services, which include help with everyday tasks such as shopping, cooking and looking after personal finances, are provided and funded by local councils. But financial pressures mean that local councils are making huge cuts to their services. Nearly three quarters of councils now only provide services for people who have the highest needs. Those of us with sight problems do badly out of this, often because those assessing who is ‘eligible’ for care do not understand the impact of sight-loss.

The Action for independent living campaign aims to do two things:

· Get local councils to recognise the severe impact that being or becoming blind or partially sighted can have on a person’s life.

· Ensure that local councils act on this recognition and improve what is on offer to blind and partially sighted people in their area.

RNIB is working to ensure that people with sight loss can access the support they deserve and need wherever they live in the UK. But we need your help. We’ve produced an Action for independent living campaign pack that gives you the tools to argue, influence and fight for improved support and services in your area.

We have enclosed a short briefing on the Action for independent living campaign at the end of this campaign update. We hope that this will whet your appetite and gear you up to want to take action on this important campaign.

Take action

To register your interest in the Action for independent living campaign, call Sally on the Campaigns hotline on 020 7391 2123 or email campaigns@rnib.org.uk

We will put you in touch with other people in your area who want to make a difference. Our new team of Regional Campaign Officer’s are also on hand to help give support and advice for your campaign.

Get involved

RNIB is actively campaigning across six priority areas:

1. eliminating avoidable sight loss

2. improving access to health and social care

3. improving access to information and information systems

4. increasing employment amongst blind and partially sighted people;

5. increasing income for blind and partially sighted people

6. improving access to television, audio visual culture and life long learning.

If any of these areas of work are not covered in our campaigns update, and you would like to find out more about what’s happening and how you can get involved, check out the RNIB website at rnib.org.uk or call our Campaigns hotline and speak to one of our campaigners on 020 7391 2123.

Briefing: Action for independent living - A guide to getting involved and making a difference in your local area

What is ‘independent living’?

Independent living means disabled people enjoying the same choice, freedom, dignity, control and opportunities as people who are not disabled – at home, at work, and as members of the community. It does not mean individuals having to do everything for themselves, but it does mean that any practical help people need should be based on their own choices and aspirations [Source: Disability Rights Commission (DRC)].

Why is social care support so vital for many blind and partially sighted people?

Access to high quality social care services at the time they are needed can really help to improve the quality of life of blind and partially sighted people. Social care refers to a range of services and support that enables the person to live their life with dignity and in the way they want. It can range from help at home with everyday tasks such as shopping and cooking, to providing care in a home for those who require a lot of support. It’s not just an added extra – for many people it’s essential.

What is the problem?

Support and services are provided and funded by local councils. But financial pressures mean that local councils are making huge cuts to their services. Recent research has revealed that almost three quarters of councils now only provide services for people who have the highest needs. Those of us with sight problems do badly out of this, often because the people who assess who is ‘eligible’ do not understand the impact of sight loss. This is unacceptable. It means people don’t get the support they need to lead their lives independently.

Sheila Martin's story

Sheila Martin is 60 years old and registered blind. For 27 years, she received a care package of five hours a week. Her ‘carer’ assisted her with household tasks such as washing, cleaning, making beds, vacuuming, ironing and checking use-by dates on food. In June 2006, the council decided to cut her care package from five hours per week to one and a half hours per week.

The reason given for this cut by the council was that their eligibility criteria prevented them from providing the assistance Mrs Martin needed, because it was not substantial or could be met by family members. In fact, the tasks which Mrs Martin required assistance with were those where the family were either unable to help or were part of Mrs Martin’s family/domestic role and she therefore wanted to perform them independently of other family members.

The Council’s decision reflects a general underestimation of the amount of assistance that Mrs Martin requires in her day-to-day life and the impact that a lack of assistance will have on her independence.

Sadly, Mrs Martin’s experience is not unique. Up and down the country we are hearing similar stories that reflect the fact that the care system is failing blind and partially sighted people. In too many cases, not providing the right support when it is needed means a person needs more expensive care and support later on as a result.

For example, a person with sight problems who has difficulty crossing the road is more likely to limit their travel plans, and may not even venture out at all. This could result in:

· dependency on others to do their shopping higher food bills (due to having to use corner shops or convenience stores, which are expensive)

· an increased reliance on less healthy “ready meals”

· lack of exercise

· social isolation.

Taken together, these outcomes could lead to a lower quality of life, financial problems, and worse health from poor diet and lack of exercise. However, an assessor might not fully understand these implications, and he or she might not know that basic mobility training by a rehabilitation worker could resolve the problem. This lack of awareness could result in the person being more likely to abandon the struggle for independent living and opt for residential care instead. This outcome might not be in their best interests and would be expensive for the individual or the community at large. People should not be forced into making this choice due to lack of support. [Source: Improving Lives Coalition, (2005), “Facing FACS”]

Getting better services

RNIB has produced a good practice guide, called Good practice in sight: How excellent services for blind and partially sighted adults can boost the overall performance of local authorities. This shows local councils how they can meet their own performance targets by providing a good service for blind and partially sighted people. The recommendations focus on nine areas that make up a good service. 

The campaign will ask councils to make these a reality for everyone who experiences sight loss.

7. Emotional support – making sure that there is a broad range of support such as support groups and counselling provided by a qualified counsellor.

8. A flexible referral system – ensuring that people can ‘enter the system’ when they need it. There need to be good links between health and social care workers and a different ways of being referred (eye care professionals, GPs, family or friends) including being able to self-refer.

9. Information and advice – to ensure people are able to make better-informed decisions about the services they want. This should include information about services to help with daily living skills and also information about access to benefits, housing, leisure activities as well as seeking and staying in work if appropriate.

10. Assessment – this should identify all possible support needs an individual blind or partially sighted person has to make sure they receive appropriate support at the time that they need it.

11. Equipment – this must be made available to ensure blind and partially sighted people are able to lead more independent lives safely. This must include a minimum level of equipment (magnifiers, liquid level indicators, white canes) but should also include more sophisticated items such as computer software and equipment that allows people with sight loss to read ordinary print.

12. Training – should be available where a person needs it, in the use of equipment, in orientation and mobility, independent living skills and communication skills, and low vision enhancement.

13. User involvement – a good service will ensure people are empowered to make the right choices about the contents of their own individual care package. They will also be able to play a key role in deciding what services are provided and how they should be delivered.

14. Complaints – a clear complaints procedure needs to be in place which people know about and are encouraged to use. People must be confident that any problems they have will be taken seriously and solved at the earliest possible stage.

15. Inter-agency working – to ensure health and social services have a ‘joined-up’ approach, including links with other groups which provide services in the area such as charities, to provide a seamless service to blind and partially sighted people.

Campaigning – what do we want to achieve

RNIB is sending Good practice in sight out to all councils who have social services responsibilities. At the same time, you can help by taking action in your local area to make sure local councils:

· recognise the severe impact that being or becoming blind or partially sighted can have on a person’s life, and

· understand what a good service is and improve what is on offer to blind and partially sighted people in their area.

The three key messages that we want to get across to local council staff are:

16. The effects of sight loss can be devastating – leading to loneliness, social and economic deprivation and poor health.

17. Local authority staff need to recognise the severe impact of sight loss and the need for appropriate levels of support.

18. Local authorities need to take prevention seriously. Even where blind and partially sighted people have low or moderate support needs these should be met to help blind and partially sighted people reach their own potential for independent living and avoid the need for more expensive support at a later stage.

How you can get involved

1. Work together

Many areas have a local society for the blind who may be interested in working with you on the campaign. The National Association of Local Societies for Visually Impaired People (NALSVI) should be able to tell you if there is a local society in your area. Contact them on 01302 571 888 or at nalsvi.org. Your area may also have a Low Vision Services Committee which works to support people with low vision living in an area. Other organisations such as your local Age Concern may also be interested in getting involved.

Contact your RNIB Regional Campaigns Officer who will be able to put you in touch with groups in your area.

2. Get the facts

Does your local authority provide good services in the nine areas described above? Find out what official inspections have said about services in your area. Ask your RNIB Regional Campaigns Officer who’ll be able to help you. Your local society or Low Vision Services Committee may also be able to help you answer these questions. You may decide that you want to focus on one or two of the nine benchmarks of good practice rather than all of them.

3. Then ask the real experts – people who use the services

Host a coffee morning and carry out a survey of people’s experience of local services. Try to get least ten people to take part if you can. Your local society may be able to help host this and you could put together a short report of your survey findings, highlighting good and bad areas and examples of what people have experienced. We want to highlight the experiences that people have had (both good and bad) of services in their area.

This will help to create awareness and understanding of issues relating to visual impairment. Your RNIB Regional Campaigns Officer has a template of a survey that you can use and would be really keen to hear the results of your investigations.

4. Write to your councillor

Draw your councillor’s attention to Good practice in sight and ask them to show support for the campaign within the council. Remember to include the three key messages outlined on page five and include examples of real life experiences – they are a very effective way of getting your message across. Follow this up a week or two later with a phone call (or an email if you have access to the internet) to make sure they got your letter. RNIB can provide a template of a letter covering the main points.

5. Say it with poetry!

Contribute to the campaign in a more creative way. RNIB’s annual creative writing competition is usually only open to members but this year we’re widening this so everyone can get involved in the campaign. The theme of the competition will be: “This is what my independence means to me”

The winner will get a cash prize of £100 and have their poem published in the RNIB member’s magazine Vision in June 2009. There will also be prizes for runners up in each region. We’ll use the winning poems to raise awareness in your area and nationally and will really help to bring home the message.

Poems will need to be entered from October by the end of December. Submission criteria will be published in Vision, in October or can be obtained from Blase Roccisano on 0207 391 2243 or by email at blase.roccisano@rnib.org.uk

6. Write to your local paper

Tell them if services for blind and partially sighted people are failing to provide the necessary support to allow people to live independent lives. Your local councillors and local MP really care about what the local paper says! Getting a story into the local paper or talked about on local radio is a really effective way to raise awareness amongst decision makers where you live. Please contact the RNIB Campaigns team for a template letter and help and advice on taking forward media work in your area.

7. Be our ‘Core voice’

We are also always looking for people who are willing to be part of RNIB’s ‘Core voice’ – a group of blind, partially sighted and some sighted people who share an interest in supporting RNIB’s work with the media.

You would need to be willing:

· to talk to journalists from the TV, radio and/or newspaper, or

· to let us use your story in an anonymous way in campaign literature

If you are interested and think you can help, contact Bill Alker for further information on 020 7391 2223 or 0115 987 1522 or at bill.alker@rnib.org.uk

Contact us

RNIB has a network of regional campaign staff who can provide support and advice for your campaigning and offer other ideas for how to work in your local area to bring about positive change. We are really keen to hear what you plan to do to get involved in the Action for Independent Living campaign. Please contact the RNIB Campaigns team in any of the following ways to tell us your plans and we can put you in touch with your Regional Campaign Officer:

Write to:

RNIB Campaigns team

105 Judd Street

London

WC1H 9NE

Campaigns hotline: 020 7391 2123

Email: campaigns@rnib.org.uk

If you or anyone you know could benefit from free advice and information on any issue related to sight loss, please contact RNIB Helpline on 0845 766 9999 or email helpline@rnib.org.uk.
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