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LCiL is a user-led charity, working with disabled people to enable them take control of their lives and live independently in the community.  All our services respond to needs identified by disabled people and offer a range of practical and emotional support to promote their equal participation in all aspects of society. 

This submission has been drawn up using some of the experiences and views of older people including older disabled people in Edinburgh and users of LCiL services.  It also takes into account the views of a small group (6) of individuals who discussed the consultation at a coffee morning on 13 December.  For more information about LCiL visit our website: www.lothiancil.org.uk 

1. Question 1 – Our Vision
1.1 This is a lovely vision.  No one can disagree with it. There is a long way to go, however, before this vision becomes reality.  
1.2 Health and social care will have to be better co-ordinated and work jointly.  Their current disjointed approach costs money.  Many of the problems encountered by older people happen at the time when they are discharged from NHS services to social care services.  Inappropriate support, bad communication and planning, and delays in setting up care packages cause a lot of distress and stress at a time when people need to see how they can go back to their lives.  We heard:

‘It’s on the ground that things aren’t connected up – simple stuff like messages getting passed from one team or person to another’
1.3 Also there is a need to look further than just health and social care services – for example the physical environment – there aren’t enough handrails by steps, there aren’t enough benches on the street or in shops.
Question 2 – Financial implications
2.1 Yes, investing in preventative and community based services is the right way to go.  This will produce effective results in the long-term and reduce costs of health and social care services.  Shifting the balance of investment is actually a good idea – perhaps a less medicalised approach and providing better care at home.  The problem is that it is a fine balance to achieve.  A parallel was drawn with decisions being made on the future of the Lanfine Unit where funding is being shifted from medical-based infrastructure to better facilities in the community.  Although current changes are the right ones, people with MS should still have the security of having access to proper more medicalised respite services when they need them. 
2.2 There should be more investment in volunteers and carers ‘They are the salt of the earth’ said one of our service users.  All agree that without them the system wouldn’t work.  

2.3 People are concerned about the effect that low rates of pay for care workers has on the quality of their work, and about the difference between what agencies charge and what their staff are paid. The work of support and care workers is not properly recognised and salaries are too low to attract the right and committed workforce. 

2.4 A lot of the things that do not work currently are due to bad organisation and management.  The management of care for older people (home care in particular) does not work.  If this was addressed properly savings could be made
Question 3 – Promoting health and wellbeing
3.1 The focus should be on the enablers, e.g. GPs, assessment teams.  There should be proper training for them so that they are able to give the right information and signpost effectively
3.2 This is a key area where CEC, NHS Lothian and the voluntary sector should work together and develop an effective co-ordinated model whereby information is available to the individual at the right place and at the right time

3.3 Support organisations (as different from direct care service providers) have a very important role to play in this

Question 4 – Care and support at home
4.1 This is a nice vision but to make it a reality things have to change radically.  Experience shared by some of our service users demonstrates that home care is disorganised and fails to achieve the aims of support at home.   For example:

- Even in supported accommodation people are left without attention when they need it
- The times that care staff come don’t work for service users (e.g. care staff coming to give someone breakfast at 9.30 am)

- Different people come which means the service user is constantly having to explain and train new people in what he or she needs.
4.2 To achieve the vision support workers should be better trained and be able to do the right thing or give the right advice.  

- A service user gave an example of how, back from hospital, she was advised to use a hoist when actually there was a simpler (and cheaper) way for her to move from one place to the other.

- Another example was also given about how people, who used to be employed as home help, are now expected to do more complex tasks and very intimate personal care.  Without the training or the adequate support they aren’t ‘fit for purpose’ for these tasks, through no fault of their own.

Question 5 – support at time of change

5.1 Listening to the person, and the carer if necessary, is essential if these tricky times are to be managed effectively.  An example of what happened when this was not followed was shared: 
‘A disabled person was hospitalised for an infection.  When he got home he needed help to strengthen him and get him back on his feet.  He got one week of crisis care, but the focus was on washing him, rather than physio, so he was admitted to Liberton Hospital for rehabilitation and while a care package was put in place.  This took seven weeks and during this time he was weakened further and got bed sores.  The care package was put together without any input from his wife (who is his carer).  It cost £600 a week and was the wrong (and unnecessary) care – what was really needed was physio and support to get him up on his feet – and the package couldn’t be cancelled.   There have also been problems with respite – he’s come out with constipation, sores and infections.  The result is that his wife is no longer willing to risk him going in to respite, which means that she is caring for him 365 days a year.’
5.2 Again co-ordinated and strategic approach to information and communication is crucial to achieve the vision, including clear communication links between health, social care and support services.
Question 7 – Our workforce
7.1 This has already been highlighted in this document.  Only a well trained and adequately paid workforce will be able to face up the challenges of the future health and social care services.
7.2 This workforce will also have to be ready to face up to the cultural shift brought by the self directed support agenda and the integration of health and social care

7.3 To achieve the above it is essential that older people, and their organisations, have the opportunity to input into training programmes so that older people remain at the centre of skills and knowledge development 
Question 8 – Equalities standards

8.1 LCiL believes that if the social model of disability underpinned the practice of the health and social workforce this would go a long way towards services being more inclusive of protected characteristics groups.

8.2 From our experience the difference between a good and bad experience of health and social care services is often due to the ability of the individual or his/her carer to argue his/her case.  We heard from service users:
‘It’s very difficult for anyone who hasn’t got the support of a relative to fight for them’  

‘If it wasn’t for me and my pig-headedness my husband wouldn’t get what he needs’
This should simply not happen.  Older people, and their carer if necessary, should be at the centre of and included in any decision about their lives.

8.3 More advocacy services should be available for older people

8.4 Older people should be systematically referred to LCiL so if an older person wishes it, he/she has access to independent information and support

Other comments

In relation to the self directed support agenda, not mentioned in the questionnaire, we believe that older people should have the same opportunities to explore the four options and access to independent information to make informed decisions.   We are aware that Option 1 – direct payment – is not well subscribed currently.  We also understand that this option will not be the right one for everyone.  We know, however, that when older people are given the whole information (including the support that would be available to them if they chose one option or the other) some will choose option 1 because it will give them, or their carer, more flexibility and control of who supports them and when.
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