Final Report – 3rd August 2011
Suffolk Disability Involvement Day 2011
held on the 13th April, 2011, at Suffolk One
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A report of the day organised by the Disability Sub Group of the Suffolk Joint Working Diversity Group in conjunction with Optua and the Disability Forum for Suffolk

As far as possible this report has been written in Plain English 

Please contact Optua if you would like this report in a different format.

This report will be updated in November 2011 
for Disability History Month 
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Thank you 
On behalf of the Joint Diversity Working Group I would like to thank Linda and James at Optua and Hilda at ACE for all their hard work and commitment to making such a success of the Disability Involvement Day. 
I would also like to thank all the participants on the day who contributed their ideas, thoughts and some frustrations about the situations facing people with disabilities in Suffolk. 
Finally, a thank you to the organisations who provided the financial support to make the event happen and who listened and pledged to take action as a result.  We will be following up with all concerned and will report back on progress during Disability History Month which takes place from 22nd November to 22nd December 2011.
Sarah Adams, Director, Centre for Equality and Diversity, 

Suffolk New College, & Chair, Suffolk Joint Diversity Working Group
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Appendices – Delegates, Listeners and Facilitators
Introduction
In July, 2010, Suffolk’s Joint Working Diversity Group established a Disability Sub-Group to move forward the ways in which disabled people’s concerns could be taken into account within statutory organisations.  There had been four previous annual Disability Involvement Days, starting in 2006 and organised by Suffolk County Council but there was a feeling that to simply continue to replicate these on an annual basis was beginning to turn into ‘look what the County Council has done for disabled people’ sessions as opposed to providing more effective opportunities to listen to the concerns that affect disabled people in their day to day lives.  Additionally, disabled people’s concerns should be of interest and concern to all statutory organisations in the county and it was felt that there was considerable merit in bringing together representatives from them all to listen to disabled people in a way that would be extremely cost effective.  

Thus the Disability Sub Group set out to change the format of the Disability Involvement Days with the prime aim of enabling disabled people to make their voices heard and to involve as many statutory organisations in Suffolk as would agree to contribute senior staff to be ‘listeners’ and a small amount of funding to meet the costs of this event.  Optua agreed to contribute staff time to lead the practical organisation alongside the Disability Forum for Suffolk and ACE.

Approximately 130 people attended and included disabled people, representatives of disability organisations and statutory organisations.

They were able to choose specific subjects in advance of the day and were then grouped in tables with relevant ‘listeners’.

In order for the event to be effective and make a difference, ‘listeners’ were expected to take away pledges for action and to report back on those actions.

This report outlines the concerns raised, the pledges made and attributes the actions to particular representatives of statutory organisations.  Updates that have been sent to us by the 1st August, 2011 have been included. 

This event has provided a very useful insight into the concerns of disabled people in Suffolk and it is hoped that it will take place on an annual basis.  
Linda Hoggarth, Chair, Optua

Hilda, Chair, Ace

General Comments

· Terminology – It is better to say ‘non-disabled’ than ‘able bodied’.  Many disabled people might consider themselves ‘able-bodied’ so it is not an appropriate term.

· ‘Normal’ is also an inappropriate word to use.
· Disabled people are not ‘whingers’ and nor are they ‘wheelchair bound’.
· We should tell MPs what is happening to disabled people.
· In the ‘Big Society’, who are the individuals accountable to?

· Enable, do not inhibit!

· Fit to the person, not the system.

· We should/must be ‘Out, Loud and Proud’ as members/participants in the Suffolk Community.

· How can statutory bodies get disabled people and their family carers involved more?  Shall we arrange meetings? Shall we come to your meetings? Should we use the internet or e-mail?  Or something else?

· Disabled people do not know what council decisions are being made for them.

· Questions were raised about the ‘Nothing about you without you’ policy as this seemed to have been abandoned and any commitment to consultation reneged upon.  This needs to be raised with Suffolk County Council.
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Access
· Disabled people need access to information.
· Decision makers need to be aware of the issues that affect disabled people.
· Engage with disabled people.
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· Issues regarding good access to town centre businesses need to be raised with Economic Development, Suffolk County Council.

· The Suffolk County Council website needs to include links to useful information on disability issues.

· What is the policy regarding access to new build premises and facilities?
· Suffolk County Council needs to establish links with District Council Disability Forums.
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· Ipswich Access Group is compiling a list of access to shops, toilets, parking spaces and street parking in Ipswich.
· Gateopener is able to provide accessible information in all formats.
· There is concern that parking spaces for blue badge holders is still being located too far from the entrances of buildings and facilities.
· There were a number of issues raised concerning the height of dropped kerbs, steepness of slopes, and the strength of return springs on doors.
· There is a lack of visible signage to help people who are visually impaired.
· It was suggested that ‘talking buses’ would very useful.  It would also be helpful if the driver announced the names of the stops as they are reached.
· The ‘Changing Places’ campaign shows good practice but there are still more ‘Changing Places’ needed in Suffolk.
· Forest Heath District Council is working with Optua and other disability organisations to address a number of issues.
· The closure of public toilets was of concern to many people.
· There seemed to be a lack of awareness that RADAR keys (to open toilets on the National Key Scheme) were available from borough and district councils in Suffolk.  Some offer these free and others charge a small fee.  It was suggested that they could be issued to Blue Badge holders when those badges were issued.
· Information was needed on the availability of RADAR keys for accessible toilets.
· Shops do not always provide good access for disabled people and their carers.
· It was suggested that a ‘good facilities sign’ could be displayed by businesses with good disability access and toilet facilities.
· Certain banks provide bank statements and letters in small print only.  Even when requested, just a few were received in larger print before reverting to small print.
· The position of wheelchair accessible spaces in cinemas or theatres is often right at the front (forcing people to have to look up and strain their necks) or too far off at the side.
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Within this group, there were only a small number of individual disabled people, but the representatives of organisations and the listeners took the opportunity to have a wide discussion on the benefits system.  

· The benefits system does not make adequate provision to enable disabled people to engage in the quality of life they would like due to the lack of funds and cost of activities particularly if a support worker is needed to accompany the person.

· Means tested benefits affect the cost effectiveness of getting back to work and sometimes leads to dependence on Job Seekers’ Allowance.

· There was great concern that the mobility component of Disability Living Allowance is planned to be withdrawn from residents in residential care homes.  This will impact on older people as well as disabled people living in residential care homes.  It would mean that the funds that they previously used to enable them to pay for taxis or specialised minibuses would not be available to them.  People who live in residential care should still have the opportunity to go out in their community and the government does not seem to recognise this.

· Government plans to cut the mobility component of Disability Living Allowance to people in residential care homes.

· In terms of ‘fit for work’ assessments, there were a number of concerns raised:
· Assessments only related to the day in question – individuals with illnesses or conditions that can alter on a daily basis could be seen on a ‘good’ day or a ‘bad’ day and their assessment of financial need would only reflect the day of their medical assessment.  An example was given of a disabled person with multiple sclerosis who was recently reassessed and because she was having a ‘good’ day the payments have been reduced.
· With degenerative conditions, the assessment does not recognise that a person’s needs will increase and the person is only assessed on the day not what the person may need in three or six months time.
· There is apparently a category for autism, although it was recognised that an assessment of autism for adults is difficult to get anyway.

· People are afraid to fully admit to their issues as they are concerned that they may lose their independence, but failing to say what their needs are means they may not get the support they need.

· The stamina test only asks people to complete a task for a short period of time before assessing whether they are able to work for the whole day.  However, many people may be able to pass the stamina test but it would not be within their physical ability to continue the task for a whole day.
· The assessment system has been privatised and is carried out by an American company, who carry out the assessments. Therefore it is no longer within the role of the Department for Work and Pensions.

· Many people were concerned about the lack of time it takes for claims to be agreed and not all claims appear to be backdated.
· There was a lack of understanding about where individual disabled people can go for advice and guidance.  The Department for Work and Pensions does not tell people what they should be claiming.  People have to find out for themselves and then claim.  This is frustrating but also frightening as people were concerned that if they claimed for something that they should not they could be treated as a criminal.  
· One person cares for her young son with cerebral palsy. In all her visits to health services, no one had advised her that she could claim benefits.  It was fortunate that when the physiotherapist changed, the new one asked her what benefits she claimed.
· Citizens Advice Bureaux and Suffolk Disability Advice Services are able to advise on benefits but have more requests than they are able to process.  Neither Suffolk Family Carers or MIND are able to give benefits advice but can signpost people to get assistance.
· It is understood that completing a Disability Living Allowance application form takes two hours but it is not always possible for agencies set up to provide benefits advice to commit to two hours of support to fill in the form.
· Many people felt that mental health is an area which is very difficult to get support with, including benefit claims.  People experiencing the social stigma of having a mental illness find it very difficult to claim and it is recognised that many of them do not get directly involved with the Department of Work and Pensions or get the financial support they should.
· Someone who is a wheelchair user was informed that they would have to attend a recruitment agency for an interview to assess whether they were employable.  The building was not accessible so they could not attend.  They are concerned about this affecting their benefits.
· Customer First is the first point of contact for many people and guidance needs to be given to staff as to how to tell customers about the help available for those with benefit enquiries.
[image: image10.emf]
[image: image11.emf]
· An information partnership forum should be developed – a step on from Infolink to tell customers and practitioners what benefits are available and how they can apply.  This could link to the new Disability Voice group.
· GP surgeries and health professionals need better guidance and signpost people to appropriate agencies to enable them to get the benefits they are entitled to.
· For people just over the benefit level, it is very difficult to fund what is needed for independent living.
· Disabled people are worried about forthcoming changes to Disability Living Allowance.
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· Campaigning can be done at national level.  This can take the form of protests like the ‘Hardest Hit’ march in London, lobby Members of Parliament or sign petitions.

· Or at local level by providing information and access to disabled people, campaigns in the local press or on local radio.

· The issues identified were disabled people not having their own voice and a lack of knowledge of services.

· The discussion focussed on local issues and the realisation that disabled people in Suffolk did not have a formal campaigning group.

· Disabled people want a voice, to be able to speak for themselves and to be heard.

· Disabled people want information on local services (provided by charitable organisations and statutory bodies) to be easily accessible.
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Education and Employment

Generally issues raised related to central government policy but the issue of the right to vote and change elected representatives was a constant theme of the discussion.

· The restrictions on the use of free  bus passes is impacting on disabled students missing first classes and disabled employees unable to work flexibly.
· JobCentre Plus was asked to make sure that ‘signing on’ took place later for claimants who need free travel.
· Overall changes to benefits are having a detrimental impact on vulnerable groups and the Disability Forum for Suffolk should make representation to MPs and in the local government elections to get commitments from all the main parties to support vulnerable people.
· In Further Education some changes have been made to funding and the withdrawal of the Education Maintenance Allowance was leading to concern about a drop in numbers as more disadvantaged groups frequently used this for travel.  This would have the greatest impact in rural areas.  Lowestoft College had some funding information.
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· The new work programme will run from June and will change the rules for determining who is entitled to what.  Details are unclear as yet.

· The new rules on Work Capability Assessment are leading to situations where people are trying to justify what they cannot do rather than look for work they potentially could do due to cuts in access grants and employers being liable for more in terms of facilities and equipment.  This is an issue to be addressed nationally.

· Suffolk County Council and other statutory bodies should be obliged to record sickness as opposed to time off for disability related issues. For example, training for a new seeing (formerly blind) dog should be part of working life not be expected to be taken as holiday since it is a necessary part of living not an extra.

· General government funding for equipment and transport for those in need and those in rural areas being cut are issues across the board and again one which disabled people thought should be addressed through the democratic process.
· Concerns were expressed for disabled people who may not be able to study or take longer thus reducing work progression prospects.  This is a national issue.

· The whole wording and testing of disabled people for Disability Living Allowance to reach 215 points needs to be challenged to stop people losing benefits and support needed for a decent quality of life.  

· Whitehouse Enterprises, the Scrap Store and Growing Places are being combined in one social enterprise.

· There is no employment support from Suffolk County Council.  It is now through JobCentre Plus.
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· Adult education courses are now linked to qualifications.  Are there other courses available, for example, international cooking skills?
[image: image21.jpg]SUFFOLK NEW COLLEGE

Centre for
Equality and
Diversity





[image: image22.jpg]N





· Teachers are often impatient or shout.

· Other students sometimes bully disabled students/pupils and not enough is done about this.

· Brochures produced by schools and colleges should be easier to read (i.e. in Easy Read).

· A disabled person was told that if he was able to play wheelchair football then he was able to go out and find a job.  He would love to work but who will employ him and meet his needs which include a support worker and an accessible workplace.
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Funding 
· Capital costs are easier to acquire, for example, the People’s Millions has £50k capital available.
· Funding needs to meet the costs of enablers, not just the activity.
· Organisations need to look at raising more revenue.
· Suffolk County Council needs to see outcomes for the money it invests which puts pressure on organisations to get quicker results than is possible.
· Organisations feel pressured to provide hard outcomes when sometimes it takes time for people to make progress.
· Our outcomes take time.  It may be about building up someone’s confidence and independence, for example through ACE or Youth MPs.
· Personalised budgets are supposed to give people more freedom but can create problems.  There are delays because people have to go to Customer First and have an assessment.  At the early stages, staff have not been informed so disabled people are confused about who to go to for services.
· In Suffolk, organisations are suffering as their core funding gets cut, whilst larger organisations operating as businesses get the funding and the work.
· There could be a detrimental effect on resource centres or day activities.  The available funding does not always cover expenses.
· There is a training need or a need for some kind of support group for organisations to prepare for personalisation and personal budgets.
· Suffolk Deaf Association had their funding cut so members had to pay for a previously free service.  Disabled people do not have the money to pay for such services as lip reading classes.
· In Essex, such services appear to be mostly free and it is hard to work out how they are funded.
· Funding has reduced year after year in Waveney both from Suffolk County Council and NHS Gt Yarmouth & Waveney.
· Disabled people have been penalised by the government changes.  Employers are not there to offer jobs to disabled people.  Some disabled people who do work have health issues and need medication.  It is difficult for them to earn enough money to put back into the system.  
· Disabled people who find it difficult to work are often told they are more valuable as a volunteer.
· Funding is needed to support more disabled people into work.  
· There needs to be more help for disabled people wanting to find work or ways into work.  Could JobCentre Plus assist?
· There is a lack of information and support for disabled people about how they can get funding and what the next steps are.
· Social enterprises and community interest companies might be the way forward.  There are ways of making money and running a business using community groups and disabled people but training is needed to do this.
· Courses are available to help people who are looking to set up or run social enterprises. More information can be obtained from Suffolk Acre and Suffolk Business Link and Optua has recently been in contact with a company called Destiny Enterprise Solutions who specialise in business support for disabled people.
· Essential services are being cut and there are no replacements for them.  The general feeling is that disabled and vulnerable people are being forgotten about and they are seeing their services cut more than other people.
· The Suffolk Foundation website contains information on funding sources.
· Local authority funding is still available for community groups but has been reduced.  
· There could be transitional funding perhaps via Suffolk County Council brokerage.  But not everyone is getting information about this.
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Health 
· Ipswich Hospital now has touch screen procedures when people arrive for appointments at the Eye Clinic.  This speeds up the process but means that people with low vision lose their independence because they have to ask for help to use the touch screens.


· In hospitals and GP surgeries, people with low vision cannot see the screens (these screens have no audio facility).  If instructions are given, for example ‘Come this way’ or ‘Go to Room X’, people with low vision or limited understanding do not understand where to go.  This is a communication and training issue.



· Appointment letters from the Ipswich Hospital, including the Eye Clinic, are unreadable for people with poor vision.  The font used on letters needs changing. 


· NHS Gt Yarmouth & Waveney have four neurological nurses but Ipswich Hospital only has two part time nurses (covering 4 days per week).  This is inadequate.


· The Suffolk Neurological Network needs statutory organisations to be represented at its meetings.



· Advice and information is needed by people with neurological conditions, including those who were diagnosed a long time ago.  This would include information on new developments, advice, how to see a consultant (must request this through GP and then will be seen in 18 weeks) or see a neurological nurse.

· The Suffolk Neurological Network is doing work on communications.


· Some GP Practices are a great source of information.  There is a need to educate people to ask for information or advocacy but this is difficult because people are often at a low ebb when they visit their doctor.
· People with learning disabilities do not understand the effects of all the current changes.  NHS changes should not change services but if services do have to be changed, people with learning disabilities must be part of the discussions.



· The Vision Strategy for Suffolk involves identifying what is in place and what is missing for people with low vision.


· The signage at Ipswich Hospital is too small and is unclear.


· Lack of information and signposting, for example, how can someone get a wheelchair with a neck brace?
· Will HealthWatch provide such a service?



· Provide SIFRE with the contact details for the Suffolk Mental Health Partnerships Trust – Stigma Campaign.

· Clarify the policy on Health Action Plans for people with learning disabilities – they work well but seem to have been discontinued in some areas.

· Investigate the lack of Occupational Therapy services in some areas.  
It does seem to be a postcode lottery.



· There should be more help for disabled people who struggle to control their weight, for example, free membership to Weight Watchers or Slimming World.

· It was suggested that more information on the support available could be posted as screen savers on NHS Trust computers.
· There is a need to educate front line staff on the issues that affect disabled people, for example, how to use or set up hearing loops.
· It was felt that interventions with regard to mental health are often left too late.
· The Smile Campaign, for people who have had strokes, was noted as an example of good practice.
· There was concern about the lack of useful advice and long waiting times, sometimes as long as four hours, from NHS Direct.
· There was concern about the lack of an effective out of hours GP service.
· Doctors and Nurses can be very arrogant (towards disabled people) but Doctors are worst.
· Dentists can be very expensive and, sometimes, it is impossible to access the dentist’s chair.
· Disabled people are worried about doctors being in charge of NHS spending.
· Sisters and Matrons should be back in hospitals.
· Medical staff often ‘close ranks’ when complaints are made.
· There is a need for more effective advice from NHS Direct.
· There are concerns about continuity of care; GPs, Hospitals and Care Providers do not seem to be able to share information.


· There is a lack of response by out of hours GPs; waiting times of two to four hours are not uncommon.
· Health Action Plans for people with learning disabilities seem to have been discontinued.
· There is a need to explore the inequalities in access to services and funding for mental health services.  There needs to be ‘joined up thinking’ across all disability services – learning, physical, sensory, mental health, acquired brain injury.
Mental Health 
· There was discussion on the lack of facilities available and also the social stigma related to mental health issues. 
· There seems to be a long delay in referrals being seen, particularly with the Child and Adolescent Mental Health Service (CAMHS).

· There is a big void in the transition from CAMHS and the Suffolk Mental Health Partnership NHS Trust – this is a particular problem for those with autism which is recognised in children but not always in adults.
· There were also concerns that individuals living in MIND accommodation have been asked to leave because of the instability of their condition and have found themselves in Bed and Breakfast accommodation at a time when they are in most need of support.
· There are issues in mental health provision and an awareness of barriers put up by some religions and cultures resulting in people not accessing services.
· There were concerns about the lack of support for people with mental health issues. 
  


Housing 
· Everyone should be able to be as independent as possible.
· 90% of those in Supported Living need support for 100% of the time.  However, there are insufficient staff to provide that level of support.
· How can the support hours be provided for people to get to activities within their communities?
· One disabled person goes to a small group during the week but there are more at the weekend so it is too much to cope with.
· Direct payments give people more ability to have a say about their services.
· Sometimes training does not reach staff who are working in rural areas.
· There is general concern that support staff lack training and do not behave in the way that disabled people ask them to in their own homes.
· There were concerns about volunteers taking on services.  If current paid staff who are already doing the work cannot do it properly, how can volunteers from the community be expected to?
· Are disabled people getting the right staff and are they paid enough?
· There is a lack of occupational therapy services, it seems to be a postcode lottery.

· There is not always the right housing for people, particularly those on the autistic spectrum.


Personal Safety 
· Keiron Whall, Out and About and Voiceability, spoke about the new ‘Stay Safe’ card which is being launched with 18 youth MPs with disabilities after consultation with 200 young people.  The aim is to create safe zones for vulnerable people.  This could be extended to older and disabled people not just young people.

· The Police, Suffolk County Council and the Hate Crime Service are working together.  1,500 cards are being printed to start and help is needed to raise awareness.

· Young people need to be aware of the card and where the safe zones are.  People may need training about how safe zones work.  Safe zones are in places such as council buildings.  They are places where people feel safe and can go at times when they feel threatened.

· Training will be provided for those businesses who sign up for the scheme.
· There was consideration of how this scheme could work with all disabled people not just those who are young. This may be possible, but funding required for such a large project would be considerable.


· A suggestion for potential funding was the Safer Suffolk Foundation

· Bullying and hate crime against disabled people could be given greater awareness amongst Safer Neighbourhood Teams.
Bullying and hate crime against disabled people could be given greater awareness amongst Safer Neighbourhood Teams.

· An issue was raised about volunteers or service users with criminal convictions.  An example was given where a service user had been put in an inappropriate position which might have given them the opportunity to reoffend as the service provider had not been told about their past convictions.  Who should provide organisations with that information?  It was not a situation where the service user was required to have a CRB check but statutory organisations could have alerted the service provider to the issue.
· Could this issue be raised by Suffolk Constabulary and Suffolk Probation?  It requires better information sharing between partners.

· Anti-social behaviour can make people feel unsafe in their own homes (although anti-social behaviour is down by 10%).

· A ‘Safe’ card is being developed with personal details to show if people feel threatened in terms of personal safety.
· Disabled people can be encouraged to join Suffolk Police’s 'Police Support Volunteers'. 


Personalised Budgets / Care 
· Parents and family carers are completing assessment forms for disabled people and may not either recognise the risks they take in the way the forms are completed.

· There is concern that individual disabled people may be removed from the care of parents and family carers.
· No crisis management is available – the Police often pick up on issues that they should not have to deal with.

· The care package may not be what the individual disabled person wants but they may feel pressured into taking it as they do not want to lose everything by not accepting what is offered.

· Will there be enough money to adequately support people with personalised budgets?
· What happens if things change in the future and budgets get cut even more?
· Is there enough capacity in the community to support independent living? 
· Do staff know enough about personalised budgets?
· People need independent support in managing budgets.

· Organisations like ACE are very important as they can help disabled people understand personalised budgets.

· An individual disabled person had her carer hours cut and payment requested without consultation or notification.  The first she knew of this was when her usual Sunday carer did not turn up.
· When a carer or support worker is off sick, it is impossible to get cover.
· The disabled person has to pay for their travel time as well as the actual support time – it is unfair to disabled people who live in rural areas and money should be adjusted to take account of this.
· On-call carers who attend at short notice usually have no idea of the care plan or what to do – this is distressing and happens often.
· Care providers are sometimes asked to do more than they can deliver.
· What duty of care does Suffolk County Council have?  Could there be cases of neglect?


· Assessments are resource led not needs led.
· The shift to personalisation is an opportunity but there is a risk of services not being there to support people who have their own personal budgets.
· There is a lack of care services in rural areas.
· There is a lack of caring services!  It is all about saving money.
· Even care staff need training on how to offer person centred support.  Too much help can be given thus preventing disabled people from reaching their potential.  In one case, the house was not set up for the disabled person’s benefit and there was opposition to aids such as level indicators and dots on the coffee tin to help making drinks easier.  There was poor awareness of legal issues – the Care Act and the Human Rights Act.
· Disabled people should be involved in manual handling training.
Sport and Leisure
There was a general discussion about sports and leisure opportunities for disabled people.  People in the group played football, snooker, and boccia, took part in ballroom dancing, swimming, keep fit, and walking.  So there were lots of activities people could do but there were a number of issues that prevented access or made it difficult.

· The cost of playing sport or joining in activities could be a barrier.  Not everyone had a personal budget, and if they did, it did not always stretch to cover sport and leisure activities.
· Activities were often seen as respite for carers and there is an impact on the carers of those disabled people who choose not to join in.

· Transport difficulties – detailed in the Transport Section (P37).

· The number of volunteers available to support disabled people in various activities is falling.  This may be due to people working longer to top up their pensions.

· Perhaps volunteers need a reward system so they feel appreciated.

· Volunteers need to be supported, trained, and be CRB checked.  There are cost implications to this.

· Companies could do more by allowing staff to have time off to volunteer demonstrating a corporate social responsibility.



· It is not always possible to block book Sports Centres for group activities.  
· The policies of Sports Centres may disadvantage some people.

· A new bowls group for disabled and older people has started in Felixstowe.

· Some people would like to go to the gym, others preferred swimming or hydrotherapy.  People are accessing the Big Splash sessions run by Optua.

· People still felt they needed more opportunities to take part in sport.

· Not all activities are widely publicised via council and local websites.

· Activities Unlimited provides good information on a range of activities for children and young people. The aim is to develop this to include adults.


Transport 
· It is hard to get on buses with a large powered wheelchair as there is no room to manoeuvre.
· It is similar when trying to access a train.  There is little space on-board.
· Railway staff are ‘fantastic’.
· Not all trains have wheelchair accessible toilets.
· Sometimes, wheelchair users have to travel in the guard’s carriage (facing sideways, causing dizziness).
· Personalised budgets often do not factor in transport costs.
· There were concerns about the availability of suitable transport to day activities.  The policy seems to vary from area to area.
· Drivers and conductors need disability equality training (to ensure they show respect and understanding).  This could be done by e-learning but is better delivered by disabled people themselves.
· Bus drivers are often not helpful, they can have bad manners and a poor attitude.  
· There are many bus drivers that do not seem to be aware of the issues that disabled people have and come across as rude and uncaring (this includes awareness of the time to get on and off vehicles and ability to communicate.  Could a requirement that drivers have equality training be stated in the terms and conditions of contracts?  There are some e-learning modules that are very effective and have been used in other counties.  (Suffolk County Council funds disability equality training for Community Transport Organisations in Suffolk and this is delivered by Optua.)
· Under the Equality Act 2010, all single deck buses must meet the accessibility standards by 2016.
· A local decision by Suffolk County Council was to restrict the use of free bus passes so they cannot be used before 9.30 a.m.  This adversely affects disabled people and their ability to get to work, school, college, or social enterprises.  This decision needs reviewing.
· There was concern about the free bus pass.  The pass cannot be used until after 9.30 am and that is not a lot of use if a disabled person has to be at school, college or work by 9am.
· The changes in free bus travel has really impacted on disabled people and people doing voluntary work who are over 60.  It costs money to access activities.
· Using money can be very difficult for some disabled people, whereas using a bus pass was less daunting.
· It is expensive to travel by bus between Ipswich and Felixstowe.
· Bus passes not available until after 9.30 am.
· The changes to the concessionary bus pass (restricting travel until after 9.30 am) have prevented some people from taking part in activities.  The reduction of concessionary travel vouchers to £50 per year will have a similar effect.
· Bus passes that are only valid from 9.30am are a problem for employed disabled people.



· Taxis are often too small, even those advertised as wheelchair accessible.
· It is now very common that disabled people who require wheelchairs have large (either width or length) powered wheelchairs.  In a lot of instances they are unable to access taxis, trains and buses (as they cannot manoeuvre round to get out of the vehicles.  What does the legislation say under the Equality Act 2010 and has this been raised at national level?  It was felt that this would become more of a problem as more people become independent with the use of powered wheelchairs.
· It would be useful for disabled people to ‘trial’ local community transport vehicles.


Working Together
· Can we get all agencies to work together as a collective group?

· Can we work together better to share ideas and resources when times are tight.

· Does the voluntary sector need to come together to discuss how better to represent people and work together.

· Divestment from Suffolk County Council means social enterprises or community groups taking on services but this could be difficult for voluntary groups without proper long term funding.

· There needs to be more joined up thinking between the third sector.  Could Suffolk County Council help us to work together, even if it cannot provide funds, it could provide venues for meetings, parking or advice.

· A lot of people are involved in working with larger voluntary organisations but what about the smaller ones.  Is information being cascaded?  Are ideas being missed?

· It was good to get councillors involved, for example councillors attend the Mid Suffolk Disability Forum and the Waveney Disability Forum.

· How do organisations become part of the Suffolk Coalition of Disabled People.  It was explained that the Norfolk Coalition of Disabled People runs the Suffolk Independent Living Service (which supports people on personalised budgets) and, as a result, have brought together people in support groups.  This work has evolved into the setting up of a Suffolk Coalition.  It is a new embryonic group.  
· It is felt that the Suffolk Coalition is not representative of all disabled people and all disability groups although it is user led.
· It was possible to see why the Suffolk Coalition of Disabled People was attractive to Suffolk County Council but it was important not to forget about what disability organisations in Suffolk have already achieved and are working on.

· The Disability Forum for Suffolk includes all organisations working with disabled people in Suffolk and the Steering Group for the Suffolk Consortium of User Led Organisations is drawn from and reports back to the Disability Forum for Suffolk. 
· There was a plea for more open communication about personal budgets and the way councils choose their key partners.  How can we all work together more effectively to get things done quicker without so many meetings and falling behind more streamlined and focused organisations?
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If you require this report in a different format please contact Optua on 01473 836777 or email � HYPERLINK "mailto:feedback@optua.org.uk" ��feedback@optua.org.uk� 











Pledge:  To advise the Communications Department of Suffolk County Council that there is a lack of information available about decisions affecting disabled people.





Action:  Shammi Jalota, Social Inclusion & Diversity Manager, Suffolk County Council.














Update:  This was fed back to the Communications Department at Suffolk County Council. Following this, a meeting is now planned to take place with a range of members from the disability community and the Communications Department to explore how we can improve the flow of communications between disabled people and the county council. 

















Pledge:  Forest Heath District Council will raise these issues with the Forest Heath Disability Forum.





Action:  Louise Fenwick, Community Development Officer (Equalities) Forest Heath District Council.











Pledge:  Suffolk County Council will address these issues.





Action:  Nadine Coleman, Locality Property Services Manager, Suffolk County Council & Andrew Rowe, Access Manager, Suffolk County Council








Update:  The county council’s web steering group aims to ensure that the new website is accessible to disabled people. The county council ensures that all new buildings and facilities are designed to comply with Part M of the building regulations. It also goes beyond this and talks to disability groups in advance of work starting on properties, for example, the Access Group for Suffolk.

















Pledge:  To find out if Customer First could be asked to provide information about the availability of benefits particularly those for disabled people and their carers. 








Update:  It has been confirmed by Suffolk County Council that the Customer First service already provides information on benefits and is further supported by the ‘second-line’ Financial Inclusion & Advice service within Suffolk County Council.

















Pledge:  Disabled people will form ‘Disability Voice’, a group of disabled people willing to be disability spokespeople.  Suffolk County Council will seek to assist through its communications team. 








Update:  Gloria Wallace, Nikki Young, Lynda Dart, Martin Saych, Emma Frost, Mary Rodgers, Tony Willmot and Anthony Dooley have already arranged and held the first meeting of ‘Disability Voice’.  Shammi Jalota of Suffolk County Council will seek support from the council’s communications team. Gloria Wallace will be contacted by Sarah Adams to check whether she is still able to co-ordinate this group.

















Pledge: As part of the Trust Anti-stigma campaign, the Suffolk Mental Health Partnership NHS Trust will continue to raise awareness of mental health in partnership with voluntary and statutory organisations.  





Action: Sujata Gathani, Head of Equality & Engagement, Suffolk Mental Health Partnership NHS Trust

















Pledge:  Lowestoft College would provide funding information to Suffolk New College and West Suffolk College.





Action:  Stuart Mack, Curriculum Manager - Foundation and Learning, Lowestoft College.














Pledge:  The four Suffolk colleges are going to investigate and access any funding streams to support disabled students.





Action:  Stuart Mack – Lowestoft College, Catherine Forsdike – Suffolk New College, Andy Carmichael – West Suffolk College and Angela Carter – Otley College to lead on funding for students with disabilities within their settings.

















Action:  Pat Durrant, Job Centre Plus will seek information from Candice Danley, JobCentre Plus regarding employment support for disabled people.














Action:  Matt Hales-Khan, Service Equalities Officer, Suffolk County Council, will make enquiries of Mahbubul Alam regarding range of courses available at Felixstowe.


 














Update:  Information on the adult courses available at Felixstowe – which contrary to the discussion points, do include leisure learning courses – are available on the Suffolk County Council website here -� HYPERLINK "http://www.suffolk.gov.uk/NR/rdonlyres/51768E6C-CC2C-4E76-8F4C-6363E3DB9A52/0/20110328felixstoweWebCourseList3.doc" ��http://www.suffolk.gov.uk/NR/rdonlyres/51768E6C-CC2C-4E76-8F4C-6363E3DB9A52/0/20110328felixstoweWebCourseList3.doc� (or call 01394 284839).





And in Ipswich there are Leisure Learning courses at Suffolk New College -�� HYPERLINK "http://www.suffolk.ac.uk/our_courses/leisure_learning" \o "blocked::http://www.suffolk.ac.uk/our_courses/leisure_learning" �http://www.suffolk.ac.uk/our_courses/leisure_learning�








Pledge:  Suffolk County Council will provide better information about personal budgets and the process involved.





Action: Lorna Small, Personalisation & Partnerships Development Manager, Suffolk County Council.














Update:  All frontline staff are currently undertaking Support Planning and Direct Payment training, as are a number of representatives from voluntary organisations. The new Choices for Care & Support website, which is launching soon, will enable individuals to complete a self service needs assessment online. The county council’s Care & Health web pages have been reviewed, redesigned and updated in order to further promote Personal Budgets and Direct Payments - � HYPERLINK "http://www.suffolk.gov.uk/CareAndHealth/MoneyMatters/PersonalBudgets.htm" ��www.suffolk.gov.uk/CareAndHealth/MoneyMatters/PersonalBudgets.htm�  

















Pledge:  Better information will be provided about other funding sources, ways of working together to run services or to flag opportunities.





Action:  The Suffolk County Council website, and Customer First, provide information on benefits and grants available.  See website: � HYPERLINK "http://www.suffolk.gov.uk/CareAndHealth/MoneyMatters/MoneyMatters.htm" ��http://www.suffolk.gov.uk/CareAndHealth/MoneyMatters/MoneyMatters.htm� 

















Pledge: Suffolk Mental Health Partnership NHS Trust will raise staff awareness and provide information to service users on personal budgets.  





Action:  Training Department and all Team Leads/Managers, Suffolk Mental Health Partnership NHS Trust.

















Pledge:  NHS Suffolk will raise this issue with the Ipswich Hospital.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk.











Update:  NHS Suffolk has confirmed that Ipswich Hospital is following this up.



































Pledge:  NHS Suffolk will raise this with GP Commissioning Consortia.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk.

















Update:  Individual GP surgeries are responding to the issues but not all are aware of the difficulties. Further discussion is planned at clinical commissioning group board level and with NHS Suffolk. One clinical commissioning group would welcome the offer of user experience training for practices. 






































Pledge:  Ipswich Hospital will take this up as part of the larger piece of work on accessible formats, then share the learning with other NHS organisations.





Action:  Sally Ryan, Learning Disabilities and Adult Safeguarding Liaison Nurse, Ipswich Hospital, will identify who will follow this up and the Opthalmology Nurse Specialist will be involved too.  














Pledge:  Suffolk Mental Health Partnership NHS Trust will ensure that appointment letters are in a suitable format for service users.  





Action:  Sujata Gathani, Head of Equality & Engagement, Suffolk Mental Health Partnership NHS Trust, will work with Information Technology staff. 














Update:  NHS Suffolk has followed this up with Andrew Reed (Chief Executive of Ipswich Hospital) who has promised that the issues relating to the hospital will be taken on board.









































Pledge:  NHS Suffolk will take this up and talk to NHS Gt Yarmouth & Waveney and NHS Norfolk.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk.

















Update:  This has been raised with NHS Great Yarmouth and Waveney and NHS Norfolk.












































Pledge:  NHS Suffolk will contact Emma Frost (Chair of the Suffolk Neurological Network) to discuss suitable representatives.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk.














Update:  Contact has been made with Emma Frost and discussions are in progress.












































Update:  One clinical commissioning group says that posters, leaflets and staff training on the benefits of advocacy are welcome. Also information can be put on websites including GP surgeries’ websites. GPs get a lot of information and the packs and regular visits to surgeries by Suffolk Family Carers have been welcomed as it has made clear what they do.   



































Pledge:  NHS Suffolk will help in getting information out (for example, to GP Practices) and the County Sensory Team will help to get information out to other locations.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk and Debbie Playford, County Sensory Team.














Pledge:  NHS Suffolk will actively inform people with learning disabilities about changes and involve them when changes in services are considered.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk.

















Pledge: Suffolk Mental Health Partnership NHS Trust will continue to inform and engage people with learning disabilities, in collaboration with its partners.


  


Action:  Specialist learning disability staff and all other staff in the Suffolk Mental Health Partnership NHS Trust, who may be in working with people with learning disabilities will take this forward.








Update:  NHS Suffolk seeks to inform and involve people with learning disabilities and would welcome contact from organisations which can help this process. It is proposed that clinical commissioning groups include this information and involvement in their communications strategies.
































Pledge:  NHS Suffolk will discuss their involvement in the Strategy with the Primary Care Team and the West Suffolk Hospital, and contact Debbie Playford, County Sensory Team.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk.














Update:  This has been taken up with the Primary Care Team. Denise Needle will be the contact for West Suffolk Hospital and the County Sensory Team has been informed.



































Pledge:  These comments will be taken back to Ipswich Hospital.  A review and consultation is taking place leading to new signs and colour coding (as funds permit).





Action:  Sally Ryan, Learning Disabilities and Adult Safeguarding Liaison Nurse, Ipswich Hospital














Update:  NHS Suffolk has followed this up with Andrew Reed (Chief Executive of Ipswich Hospital) who has promised that the issues relating to the hospital will be taken on board.









































Pledge:  To discuss this with Suffolk LINk and Liz Whitby at Suffolk County Council who are responsible for the development of HealthWatch.





Action:  Anne Spalding, Equality and Diversity Officer, NHS Suffolk











Update:  This has been raised with Liz Whitby. Further discussions will take place as HealthWatch develops.












































Pledge:  NHS Suffolk will respond to these issues.





Action:  Isabel Cockayne, Head of Communications & External Relations, NHS Suffolk.














Update:  In the last five years overall numbers of physiotherapists and occupational therapists have gone up but numbers do fluctuate with staff turnover and changes in models of care. To investigate further, more information is needed on the type of physiotherapy (rehab or musculoskeletal) or occupational therapy (adults’ or children’s) and locations of the service where there are issues.


 















































Pledge:  To raise this issue with Anna McCreadie, Interim Director of Adult & Community Services and Dr Peter Bradley, Director of Public Health, NHS Suffolk & Suffolk County Council.





Action:  All Partners.

















Pledge:  The minimum wait for Assessment and Treatment is 15 weeks and the majority of people referred to the CAMHS are seen before that. The Suffolk Mental Health Partnership NHS Trust will aim to inform community and partner organisations of possible mis-information through networking, media, and partnership working.





Action:   The Community Engagement Team, including the Head of Marketing, CAMHS and the Head of Communication to consider systems of raising awareness of actual waiting times.














Pledge: 


1. The Suffolk Mental Health Partnership NHS Trust will continue to work on mental health anti-stigma campaigns, for example, by attending events or meeting groups.  





Action:  Community Engagement Team, Suffolk Mental Health Partnership NHS Trust. 








Update:  Concerns about the care and support for adults with autism will be raised with Julie Bateman, Head of Service Development (Care), Adult & Community Services.





Action:  Daren Clark, Director of Specialist Services, Suffolk Mental Health Partnership NHS Trust.

















Pledge:  Ipswich Borough Council will pursue small adjustments that may be required in Borough Council housing to enable people to live independently.





Action:  Rowena Kerr, Equality & Diversity Project Officer, Ipswich Borough Council.

















Action:  Matt Hales-Khan, Service Equalities Officer, Suffolk County Council, will take this issue back to Julie Bateman, Head of Service Development (Care), Adult & Community Services to ask for an explanation of the county council’s role in planning housing for disabled people, with a particular reference to housing for people who are autistic.











Update:  Autism is a complex spectrum disorder and people on the spectrum can have very different needs.





The county council is currently involved in a three-year programme to enable 120 people in residential care to move into supported housing or their own home under a shared ownership arrangement. This group includes people with autism who also have a learning disability and two such schemes are well advanced. The county council’s role is to stimulate the housing market by providing good needs analysis to enable Housing Associations and support providers to understand what peoples needs are and where we will need services in future. This includes matching people to new housing schemes and helping them make the transition to their new home. 





Adult and Community Services also work with Ipswich Building Society on a mortgage product to enable home ownership and are now supporting the development of  a social enterprise to coordinate the privately rented sector.


 


Adult and Community Services also supports Shared Lives, an adult placement scheme so that people can have as much choice as possible. Alongside this they have liaised with Supporting People to try and ensure that housing support providers are more autism aware and able to offer the right sort of support to people with less complex needs who want to live as independently as possible. 





However, with limited funds most of their training is directed at their own staff so they can provide a much more autism sensitive approach.   














Pledges:  Suffolk Police will help raise awareness and ask colleagues to investigate how the Police and other partners can help.  Information can be added to the Police newsletter and other partners’ publications.





Suffolk Police will help identify Safe Zones. Suffolk Police will work with key contacts for Streetwatch, Neighbourhood Watch Schemes and Community Safety Partnerships to widen the scheme.  





Action:  Paul Marshall, Assistant Chief Constable, Suffolk Constabulary. 











Update:  Suffolk Police, Suffolk County Council and the Suffolk Hate Crime Service are working together.  1500 ‘Stay Safe’ cards are being printed to start and help is needed to raise awareness.





Suffolk Police are fully supportive of this project and will do all they can to ensure its success. Safer Neighbourhood Teams are making initial contact with shops and businesses.





The Suffolk Hate Crime Service will be delivering training to those businesses that sign up for the scheme.





Expanding the scheme to include all people who have a disability may be possible, but funding required for such a large project would be considerable.











Pledge:  Keiron Whall would be put in contact with Andrew Blacker, Suffolk Constabulary. 





Action:  James Powell, Public Relations Manager, Optua























Pledge:  Suffolk Constabulary would take this forward.





Action:  Paul Marshall, Assistant Chief Constable, Suffolk Constabulary

















Update:  Posters raising awareness and the need to report harassment and bullying aimed at people with learning disabilities have been sent to all Safer Neighbourhood Teams.





Some Safer Neighbourhood Teams are working with the Suffolk Hate Crime Service on engagement at specific projects, for example, with the Bridge Project, Sudbury and Genesis, Ipswich and others are engaging independently during Learning Disability Week.  Details can be found on the Safer Neighbourhood Teams website pages on � HYPERLINK "http://www.suffolk.police.uk" ��www.suffolk.police.uk�.











Action:  Paul Marshall, Assistant Chief Constable, Suffolk Constabulary

















Update:  There is an issue with regard to data protection and the sharing of information. Suffolk Constabulary has no authority to give out information.


























Update:  Addressing anti-social behaviour is a priority for Suffolk Constabulary and Safer Neighbourhood Teams.
































Pledge:  As part of his role as Chair of the Learning Disability Partnership Board, Peter Tempest will discuss with Hilda from ACE how to improve communication for people using personal budgets and staff supporting them.





Action:  Peter Tempest, Strategic Commissioner for Independence & Well Being, Adult & Community Services.














Update:  A pilot is being held in September in Waveney hosted by ACE and Suffolk Independent Living to provide information events for people with learning disabilities. For further information contact Rebecca Steer, Day Activities Manager on 07799 071955.



































Update:  Debbie Playford from the County Sensory Team has followed this up with the individual and Adult & Community Services and it is now resolved.
































Pledge:  To find out what legal responsibility / duty of care Suffolk County Council has, particularly when they are contacted by a person who is funding their own care asking for help in an emergency situation.





Action:  Julia Stephens-Row, Assistant Director for Social Inclusion and Diversity, Suffolk County Council.

















Update:  Response received from Sandra Clennell, Head of Service Development (Personalisation): “We would have a duty to give help and advice and if necessary an assessment [through Customer First].”
































Pledge:  Suffolk Police will follow up this suggestion.





Action:  Paul Marshall, Assistant Chief Constable, Suffolk Constabulary.











Update:  The feasibility for a Police Cadet Scheme, which will be open to all, is being investigated.

















Pledge:  To feedback to councils and organisations like Optua the need to communicate with the voluntary and community sector on the services and support available, to raise awareness of and publicise events and activities, to address gaps in services and to address transport issues.





Action:  For all members of the Joint Diversity Working Group to help publicise all opportunities as well as the various district disability sport forums which Optua is a member of. Optua can also use its network of contacts and groups to continue to publicise events and activities.











Pledge:  To raise again with Suffolk County Council, the adverse effects their decisions on free bus passes and concessionary travel vouchers are having on disabled people.





Action:  Sally Harper & Tracey Vobe, Passenger Transport Services Group Manager, Suffolk County Council; Optua; Mid Suffolk Disability Forum.











Pledge:  To find out what the rationale was for making the decision to change bus pass times for those over 60 and those who are disabled and to identify the level of savings to be achieved and how the long term impact will be measured.





Action:  Julia Stephens Row, Assistant Director for Social Inclusion and Diversity, Suffolk County Council.











Update: from Sally Harper, Passenger Transport Services Group Manager, Suffolk County Council has advised as follows: “Disabled people can still use the bus but it will not be free of charge on the way into work/education, this effectively results in half price travel as the journey home will be free. The cost of the scheme will be evaluated in the autumn and we will have more information to understand if there is scope to review the discretionary elements.”





Recent Update: At a meeting of Suffolk County Council (Full Council) on 14th July 2011, a motion was proposed by Councillor Caroline Page and seconded by Councillor John Field: 





“Concessionary bus passes are now not valid before 9.30am on weekdays.  This causes passenger demand to stretch or exceed capacity at that time but leaves earlier services underutilised.  It delays travel to popular shopping destinations making social contact, refreshments and shopping difficult to accomplish before a return home for lunch is necessary.  Social contact, exercise and economic activity for the 60 plus age group is unnecessarily restricted.  It also inhibits free travel to hospital and GP appointments.





For those who hold concessionary bus passes for reasons of disability, including learning disability, the restriction before 9.30am prevents the use of the bus to reach training establishments and associated learning.  Disabled people are prevented from learning to get about independently, cannot build the confidence that independent travel brings or develop the habits involved in work.





This council therefore resolves to refer this item back to Cabinet,


i)	recommending that those pass holders eligible due to age, shall be able to travel using their passes from 9 o’clock throughout the week,


ii)	and removing all time limitations on buses for those pass holders eligible due to disability.”





The motion was passed and so the matter will be referred back to Cabinet, possibly in September 2011. 








Pledge:  A trial would be arranged for disabled people from Genesis (to include James Dickson) to see if they could use local community transport vehicles such as those used on the Suffolk Links services.





Action:  Derek Cocker, Demand Responsive Transport Manager, Suffolk County Council to liaise with Suzanne Brindley of Orwell Genesis Mencap.














Update: This has now been passed to Shammi Jalota at Suffolk County Council to follow up. 








Pledge:  To investigate who in Suffolk County Council should communicate how the Suffolk Coalition of Disabled People was formed and why and how did they get funding to do this.  To investigate how organisations can access more information about the Coalition as a number of Suffolk User Led Organisations have not been able to find out about it.





Action:  Julia Stephens-Row, Assistant Director for Social Inclusion and Diversity, Suffolk County Council.








Update: The appropriate contact person is Liz Whitby, Head of Customer Rights, who has confirmed that discussions with disability groups are ongoing regarding the Coalition.  Cathy Craig, Service Access & Partnership Director, is a further contact point and is also involved in these discussions.














Pledge:  To provide more information to those present on this day.





Action:  Everyone!











And finally… the most important pledge of all:





Action: For all the organisations mentioned above to follow through their actions and for us all to continue to work together to find positive ways of improving the lives of disabled people in Suffolk. 





We know it is not possible to solve all these concerns easily but we can all make a difference!








Working in Partnership








Update:  Keiron Whall is aware of the Safer Suffolk Foundation as a potential funding stream through the Stay Safe Group.





Contact has been made with local Freemasons and Rotary Clubs requesting support and funding for the scheme – the initial response is positive, but responses regarding funding are still awaited.
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