       OVERCOMING DISABILITY:  FINDING YOUR WAY 

       A guide to the mystifying ‘system’ of social care and support

· Have you (or a relative/friend) been diagnosed or discharged from hospital with a disabling condition and need help or support, or even just some information?

· Have you (or a relative/friend) a disabling condition and need help to cope?

· Have you found the ‘system’ of help and support bewildering, and would like help to understand and find your way through it?

· Would you like to know what services and opportunities are available to help someone with a disability to live life to their full potential?

If the answer to any is yes, then this booklet is for you. If you are keen to become an expert you will want to read it carefully in its entirety – and possibly provide further detail and help to update it! If you want immediate help without reading anything you can dial a single telephone number (0141 945 5036) and get information and advice from an understanding human being who is likely to have experienced the same problems that you have. If you are between these extremes, then you should first read through the section 1 of the booklet to get a general idea of all the sources of information, services, ‘benefits’ and opportunities that are available. Then, if you then would like more information about a particular topic you should find these in one of the later sections or from the websites identified in section 1. 

Introduction

This booklet has been written mainly for people who have a ‘physical’ disability, their families and others that care for them. However much of its content is applicable to those with learning disability, mental health problems and to older people who need help and support. The focus on ‘physical’ disability has been chosen because - despite much rhetoric - this is a relatively neglected group, with little in the way of advocacy services and individuals having to “fight the system” at almost every step if they are to access the services and opportunities they need to live life to the full.

In Scotland about 8,000 people aged between 16 and 64 years have a severe ‘physical’ disability. Most are unaware of the wide range of services and opportunities that exist, or have been unable to access them. They therefore are living lives below (sometimes very much below) their potential. 

The term ‘physical’ disability as used by health and social services includes vision and hearing impairment and neurological conditions such as brain injury, multiple sclerosis, stroke, epilepsy that does not respond well to medication and Huntington’s disease. It also includes neuromuscular disorders such as the muscular dystrophies and congenital ataxias, severe arthritis, amputation, other disorders of movement, and disfigurement. 

About 15% of these young people live permanently in a care home – often in one that caters mainly for older people. These individuals generally have a very restricted life, with little or no opportunity to engage in activities enjoyed by their non-disabled peers. There are care homes that provide high quality support and help and encourage residents to achieve their potential, but most (possibly all) of these are run by voluntary organizations such as the Red Cross (‘Options for Independence’in Irvine), Leonard Cheshire, Livability (John Grooms) and Percy Hedley.
There is no system or clear pathway to guide you through the morass of services, financial ‘benefits’ and opportunities that are available to help disabled people to live life to their full potential. The aim of this booklet is to help people with a disability, their families and carers to take up the challenge of working through  the various components of social care and support - by identifying people and organisations that can help to achieve your aims and potential, and give you the confidence to insist that your reasonable requirements are met. The situation is similar to that of someone planning a major holiday where there is an almost infinite variety of destinations, forms of travel, transport companies, maps and travel agents. Most people are able to make their own plans and to arrange the necessary bookings and enjoy being able to take charge of their own affairs. The intention of this booklet is similar: to help you to work out your own needs for social care and support, and then to make the necessary arrangements. However it is likely that you experience rather more frustrations and barriers in accessing ‘social’ support than in reaching your favoured holiday destination! Some hints to overcome these will however be given. 

The booklet is written from a Scottish perspective, and the contact details relate to organisations in Scotland, particularly the West of Scotland and Glasgow. However much of the content should be helpful people with a disability throughout the UK, and extracts from some English reports are included to provide reinforcement or additional evidence. 

Section 1: The Basics  

                                          Contents
1.1  Getting Information and Advice

· Statutory organisations: NHS; local authority; governmental

· Voluntary organisations: charities that provide services for disabled people

1.2 Accessing help and support

· Financial ‘benefits’: allowances; tax relief; Direct Payments

· Personal help: personal care, assistance with daily living; helping you to do things
· Equipment: to help you maintain independence

· Housing/accommodation: house modifications; re-housing; care homes

1.3 Living life to the full: assessing your needs

· Self Assessment website:  helping you to “do it your way”
1.4 Communicating with professionals

· Making the most of your doctor, nurse, therapist and social worker

1.5 Coping with problems

· Self management   

1.6 What I should expect

· Care Commission Standards

· NHS Quality Improvement Scotland
· Government reports
· ‘Sign’ Guidelines
· National Institute of Clinical Excellence (NICE)
1.7 If all fails, where can I get help (perhaps!)?

· Citizens’ Advice Bureaux

· Politicians: local councillors; MSPs
· Equality and Human Rights organisations: EHRC; Scottish HR Commission

· Legal services: Legal Services Agency; Govan Law Centre; private lawyers

 1.1   Getting information and advice 

This is the starting point for most people. In the first instance it is probably best not to try to access a particular service (eg from social work, housing, transport or the health service) directly.  Instead seek the advice of a voluntary organisations that provides information, help and support – either one that provides help for disabled people in general, or one that that does so for those with a particular medical condition or disability: 

(a) Voluntary Organisations that provide help and support for disabled people

  and carers,  and ‘signposting’ to statutory services

· Disability Information Greater Glasgow  0141 945 5036;www.digg.org.uk  

· Glasgow Centre for Inclusive Living  0141 550 4455;  www.gcil.org.uk  

· Glasgow Disability Alliance  0141 556 7103;  www.gdaonline.co.uk 

· Inclusion Scotland  0141 887 7058   www.inclusionscotland.org  

· Advocacy   0141 420 0961  www.theadvocacyproject.org.uk  

· Capability Scotland  0141 883 8880;   www.capability-scotland.org.uk 

· Carers Scotland  0141 445 3070   www.carerscotland.org (search ‘national organisations’)

· Shared Care Scotland  01383 622 462  www.sharedcarescotland.com
 (b)  Voluntary Organisations that provide services for people with specific conditions or symptoms

· Arthritis Care  0800 800 4050; www.arthritiscare.org.uk  

· Chest, Heart and Stroke Scotland  0141 579 0090; www.chss.org.uk  

· Child Brain Injury Trust  0141 945 4894; marydryburgh@cbit.org
· Epilepsy Connections  0141 248 5887;  www.epilepsyconnections.org.uk
· Epilepsy Scotland  0808 800 2200;  www.epilepsyscotland.org.uk 

· Headway  0141 332 8878;  www.headwayglasgow@btinternet.com  

· Pain Association  0800 783 6059;  www.chronicpaininfo.org  

· Revive (Multiple Sclerosis) Support  0141 945 3344;  www.revivescotland.org.uk  

· Visibility  0141 332 4632;  www.visibility.org.uk
· West of Scotland Ataxia Group  0845 644 0606   www.ataxia.org.uk  

(c)  Statutory services

                              Health Services

                           -Your General Practitioner   

                           -NHS 24:  0141 337 4501  www.nhs24.com  
                              Local authority:        
                                      social services                        

                            -Community Health & Care Partnerships:  see local NHS directories and websites, e.g. 0141 201 4213 www.chps.org.uk (Glasgow North)     

                             -Local Social Work Offices and resource centres:  see local telephone directories and websites

                            housing; education

                              -Housing Associations; local authority housing and education depts: see local telephone directories and websites
                              Governmental       

-Dept. Work and Pensions (DWP) www.direct.gov.uk/en/DisabledPeople   

1.2 Accessing help and support
Financial ‘benefits’

· Department of Work and Pensions (DWP):  disability living allowance; incapacity benefit; attendance allowance; employment & support allowance; carers’ allowance; information and advice
· HM Revenue and Customs: working tax credit (disability element); tax credits for parents of disabled children
· Local authority (social work): direct payments for disabled persons and for carers – see below; community charge reductions
· Independent Living Fund: to top up local authority services valued at £340 per week or more to enable you to pay for personal and/or domestic care
· Other:  VAT relief on products and services; vehicle tax exemption
Practical support   (personal and domestic care; helping you to live life to the full)

· Local authority: the social work (social services) department is the gateway to services that you are unable - or do not wish - to pay for yourself. There will however be a means-test. Your needs will be assessed, and agreement reached about the best way of meeting them - within budgetary constraints. Services may be provided directly by the local authority, or you may be able to negotiate a ‘direct payment’ to enable you to choose and purchase services yourself. There is also ‘self directed care’ in which services are chosen by the client but funding arrangement are retained by social work:

· Voluntary Organisations: the organisations listed in 3.1 provide a variety of services and in many cases therapies for disabled people. There may be a charge.  

· Private agencies: many private companies and agencies provide personal and domestic care on a commercial basis. Some provide a range of activities. 

Equipment 
· National Health Service (NHS): mobility aids (e.g. zimmers, wheelchairs) and ‘orthoses’ (splints and other ‘surgical’ devices to improve neuromuscular and skeletal function and/or relieve pain)
· Local Authority (social work, housing, education, and other departments): aids for daily living (household and personal care), housing adaptations, specialist bathroom equipment, equipment for use in schools and colleges, etc. 
· Private providers: firms that make and/or sell equipment on a commercial basis
Housing/accommodation  
· Local authority (housing and social work): housing modifications, ramps, re-housing, admission to and payments for care homes

1.3   Living life to the full: assessing your needs   
A website (www.digg.org.uk/selfassessment) has been created to help people work out for themselves, without pressure, how they would like to occupy their time. The website serves a purpose similar to that of a map or guidebook. It enables users to see what others have accomplished and to explore possibilities for themselves - socially, in employment and in recreation. The disabled person is encouraged to think in detail about aspirations and needs, so gaining confidence to request services and opportunities they need for a fulfilling life. 

The website is divided into sections relating for example to care and support, financial and legal assistance, managing symptoms, employment, personal development, leisure, recreational and social issues. Each section has links to a range of services, organisations and opportunities. One ‘click’ on a particular link gives access to a short description of the facility and contact details. If the description seems interesting a second ‘click’ will open its full website.

1.4   Communicating with professionals

· Make a note of any questions or concerns you might have before your appointment so you can make sure you cover anything you want to. 
· Take a pen and paper, as you might want to note the important points. 
· If you are concerned about not understanding or remembering something from your appointment, you can take someone with you. 
· Don't be afraid to ask questions. Your doctor, social worker etc. will be able to help you if you have any queries or concerns, or need more information.
· If you don't understand what you have been told, ask him or her to repeat it or write it down for you. If you are prescribed a drug make sure you are happy with why it has been prescribed, how it works and for how long you have to take it. 
· Be direct. You may have a problem that is embarrassing or difficult to talk about, but remember that health care professionals often have to deal with these problems. Don't leave it until the end of the appointment to mention it. If it makes it easier, you could write it down. 
1.5   Coping with problems: self management

Patients with long term conditions need not only good medical management but also resources to make the most of their lives and help to maintain an optimistic outlook. . Doctors, nurses and therapists can help by: 

· signposting patients to sources of help and support (sections 3.1 and 3.4) 

· encouraging patients to identify their ambitions and what most concerns them (self   assessment) 

· suggesting opportunities for self management as a means of overcoming barriers and of achieving ambitions

Self management training is designed to improve skills and confidence in the management of long term conditions and to improve quality of life, enhance interactions with health professionals, and reduce service use. Topics addressed include; accessing information; building confidence; self assessment; finding equipment: problem solving and goal setting; partnership with healthcare providers; prioritising;  activity and exercise;  pacing oneself; changing the way you think; managing medication; making the best use of resources; education and employment.  Symptoms addressed include depression, anxiety, stress, pain, anger/fear/frustration; and sleeplessness.

Strategies for self management can be divided into two categories: non-clinical (where the emphasis is mainly on helping to overcome physical and psychosocial disability)  and clinical (where medical treatment is of prime importance, for example for conditions such as diabetes, asthma and heart disease). Likewise self management courses can either be generic to long term conditions in general or specific to a particular condition.

Self management opportunities can be provided in the community, home, and health service settings.  Modes of delivery include group sessions, individual consultation, ‘distance’ learning, and video presentations. People ‘cope’ differently according to their educational and cultural background, socioeconomic circumstances, personal experience, environment, domestic arrangements and family support. The content and mode of delivery of self management programmes should therefore be tailored to the needs and backgrounds of participants.

1.6   What I Should Expect 

Care Commission Standards:   towards ensuring that child and adult care service providers (domiciliary and care homes) meet National Care Standards and working to improve the quality of care. 

NHS Quality Improvement Scotland:  providing guidance on effective NHS practice; driving and supporting service improvements; assessing NHS performance; and reporting on services for specific patient groups and NHS Boards. An example of particular relevance to those with a long term disability is the reports into services for physically disabled adults in Glasgow (2000 and 2003).

Government reports

·   Living Well with Long-Term Conditions: Scottish Government and Long 

     Term Conditions Alliance Scotland, July 2007

·    Better Health, Better Care: Scottish Government, December 2007
·    Putting People First: Transformation of Adult Social Care in England, 2007

Shared vision (of Depts. of Health, Social Services, Work& Pensions etc) of a  personalised adult social care system to enable people to live independently, exercise the maximum control over their lives, participate as active and equal citizens, and have the best possible quality of life.
· National Guidelines on Self-Directed Support: Scottish Executive, July 2007
· Recommendations of the Scottish Executive Disability Working Group, 2006
· Managing Long-Term Conditions: Audit Scotland, August 2007
‘SIGN’ (Scottish Intercollegiate Guideline Network) Guidelines: clinical guidelines for the NHS in Scotland…as a vehicle for translating new knowledge into action. Available for a wide variety of conditions, including stroke, chronic heart and respiratory disease, cancers, diabetes, asthma, head injury, epilepsy and arthritis.

National Institute of Clinical Excellence (NICE):   brings together knowledge and guidance on ways of promoting health and treating ill-health…implementation of which is a responsibility of the NHS and an essential part of clinical governance. The responsibility of NICE is for the most part limited to England and Wales, but its ‘guidelines for management of multiple sclerosis’ are relevant to patients everywhere, and for long-term conditions in general as well as for multiple sclerosis. 

  1.7   If all fails, where can I get help (perhaps!)? 

Citizens’ Advice Bureaux 

Helps people to resolve their legal, money and other problems by providing free information and advice and by influencing policy makers.

Politicians:

Find the names and contact details of your local councillor and MSP using the website www. writetothem.com

Equality and Human Rights Commission
Equality and Human Rights Commission (EHRC): promotes equality and Human Rights by providing advice and guidance, encouraging legislative change and raising awareness of your rights. 

Scottish Human Rights Commission (SHRC): works to increase awareness, recognition and respect for human rights in Scotland, but is unable to take on individual cases. 
Legal services: 

Legal Services Agency Glasgow: assists those in disadvantage who suffer injustice – particularly in relation to housing, asylum, mental health and social welfare law.

Govan Law Centre: provides expert advice and legal representation for people living in the area.  There is also a Scotland.-wide. Educational Law Unit to promote the rights of pupils who are disabled or who have additional support needs 

Legal advice ‘clinics’:

Private lawyers: there are lawyers who specialise in disability issues – particularly where the disability has resulted from an accident or other injury

Section 2   Goal Planning

By now you should have some idea of what is available to help people with a disability to live life to as near as possible full potential. You should now start to work out how best to achieve this.  

Always think about what you can do or - with help - could do, rather than what is not possible for you at present.  And remember that once you have achieved a goal, you will almost certainly want to set your sights higher still and achieve something more.
Start thinking about some long-term goals. These might include for example finding a job; establishing a relationship; starting a new hobby, activity or sport; having your own accommodation; walking or travelling independently. 

Next think about the steps you need to take to achieve your goals. For example if your goal is to go swimming regularly these would likely be to identify the nearest swimming pools;  find out about transport and/or car parking;  find out the times and costs of the different sessions;  choose the most suitable pool and times to visit. Other examples might be:

Walking or travelling independently: set goals for distances you can walk, the number of stairs you can climb or for being able to get on and off a bus or train.

Starting a new activity:  using the self-assessment website if necessary, choose one or more activities* that you would possibly like to engage in; contact one or more organisations; proceed with applications; start the activity.

Establishing a relationship:  find out about agencies/organisations that specialise in this (see self-assessment website); contact one or more organisations; proceed with applications; arrange a meeting; meet up with the person.

Finding a job:  decide (probably with the help of others) the kind of work you would like to do; find out what qualifications are needed and how to obtain them; find out about training requirements; draw up a list of appropriate course(s); identify any difficulties with transport or access; find out how to overcome these; apply, enrol and attend any necessary courses.

Accommodation: identify local housing associations; obtain application forms for housing and any necessary medical reports; submit the completed forms; ask about your priority rating and likely timescale.

Getting fitter: decide how you would like to measure your fitness – for example the distance you can walk or swim, or by exercises that you can do in the gym; use distance, time or workload measure to measure changes in your fitness. 

*think about leisure pursuits (e.g. hobbies, playing a musical instrument, painting, pottery and other creative arts), recreation (e.g. sports, cinema, theatre), and other activities (e.g. voluntary work). 

                    Some questions to help your thinking

1. What are your two most important long term aims?

2. What steps do you need to take to achieve these?

3. What are the main barriers you need to overcome?

4. What are your most bothersome problems and fears?

5. What can you do to overcome these?

6. Are there behavioural changes that you need to make – and how can I achieve these?

                                  How detailed should your goals be?  

Goals should be specific, measureable and given a time limit. If your goal is to lose (or gain!) weight, then you should specify the amount to be gained or lost and the number of weeks that you are giving yourself to achieve the change. The steps that you propose to take to achieve this must also be specified: e.g. taking one spoonful less sugar in tea, not using lifts, walking 20 minutes more each day. 

Goals should also be achievable and realistic. Otherwise you are likely to be disappointed, and maybe demoralised. 

Think carefully about what you think you need to achieve your goals. And remember that once you have achieved a goal, you will almost certainly want to set your sights higher still and achieve something more ambitious.

                               What if you do not achieve your goal?

If you do not achieve your goal you need to find out what were the barrier(s). For example if your goal was to swim regularly and you did not succeed, then you should work out the reasons for this and how to overcome them. If transport, the facilities, shyness or the temperature of the water were the problem, then you should consider taking a companion with you, arranging transport or using a different pool. So, when you encounter a problem, first make a list of suggestions/ideas for solving it. Then try one suggestion/idea at a time and assess the results. Then find out how to acquire what resources (e.g. a companion, taxi or Dial-a Bus) you need to adopt the successful suggestion/idea on a permanent basis. But accept that some problems cannot be resolved!

Section 3.  Achieving your goals: self assessment 

A website (www.digg.org.uk/selfassessment) has been developed as a pathway to help you to discover the wide range of choices available and to see what others in a similar situation to yourself have been able to achieve. Its aim is to help people with a disability to think in detail about their aspirations and requirements so that when they speak to their social worker, doctor or other professional they feel confident and in a better position to access the services and opportunities they really need to enable them to live life to full potential.. 
The pathway gives links to services, facilities and opportunities in most aspects of life. It helps the person to work through what is available and to see what other people have been able to achieve. The main part of the pathway s divided into sections relating to various aspects of life, such as physical issues like care and support, legal assistance, managing symptoms and carer support. Other sections focus on personal development, leisure, recreational and social issues, and employment..


What you want to do will change over time. As you begin to achieve your initial goals, your aims and aspirations will change - and hopefully become more ambitious. The guide is written with this in mind. However for those whose condition is deteriorating, the opposite is likely to be true: but at least some of the material should also be helpful in this situation. 

Section 4: Accessing the resources you need

First of all read through sections 1.1 and 1.2 carefully, and note all the possible sources of help and support that may apply to your own situation.  Then have a look at their websites and/or telephone to make contact. Three of these sources require special mention: The Department of Work and Pensions (for Disability Living Allowance and other ‘benefits’), your local authority social work department (for community care services) and for younger people in employment (for at least 16 hours per week) the independent Living Fund or ILF.

4.1 Disability Living Allowance (DLA)

DLA is a tax free benefit to help people who need help with care (care component)  or have difficulty walking (mobility component). It is payable whether or not you work, 9income related benefits and credits, and in fact you may be eligible for an increase in these if you receive DLA. 

DLA payment rates vary according severity of the disability and are currently (2010)  £18.95, £47.80 and £71.40  per week for the care component, and £18.95 and £49.85 for the mobility component. It is possible to receive both components. The DLA is centrally administered through the whole of the UK. If you receive DLA payments someone else can claim invalid care allowance for looking after you. At age 65 years DLA changes to Attendance Allowance.

Application for DLA involves completion of extensive documentation. An appeal can be made if rejected, and a good proportion of applications succeed on repeal. 

4.2 Local authority services

The local authority (council) is responsible for providing services such as equipment, personal care, support, certain activities and direct payments. The procedure for accessing these requires you first to undergo a Community Care Assessment by a social worker to determine your eligibility, the amount and nature of services required and your priority. The CCA is thus the gateway for people with disabilities (and their carers) to obtaining equipment and personal support. 
The assessment can be daunting, with a focus on what the person cannot do rather on what he or she can – or with help – could do. Also it may be difficult to get a true picture of a person’s aspirations and limitations because of pressure of time, and day to day changes in the level of disability.. It is therefore very important before the assessment that you think carefully about the questions likely to be asked about your needs, and about your aims and hopes for the future (Sections 3 and 4.4). You should then write down your answers and feelings to give to the social worker at the time of your assessment. 

At the end of the assessment of needs the care manager should agree a personal care plan with you that sets out how your needs will be met in terms of hours and services. 
4.3 The Independent Living Fund (ILF)

ILF is a central government system of funding run from Nottingham. It doesn’t affect your pension or any other payment ILF, and has nothing in common with DPs, apart from both payments being made into the client’s bank account.. Its purpose is to help give you the same quality of life as anyone else - for example to go swimming, shopping, or to the cinema. Criteria are tight, but if you meet them you can receive up to £455 per week to buy your own care. You must be between 16 and 65 years old at the time of application – but once you get it, it’s for life.  Unfortunately since 1st May 2010 ILF is restricted to people who work at least 16 hours per week: a very considerable extra restriction, and one that seems very likely to result in more young disabled people being admitted to residential care rather than being looked after (at much greater expense to councils after withdrawal of  ILF funding) at home. 
You must be on the highest rate care component of the Disability Living Allowance (DLA) - the disability component of the DLA is irrelevant. You have to contribute half of your DLA as part of the ILF payment, and will lose certain other ‘benefits’ such as income support premiums (for severe disability and for carers) and incapacity benefit). You must also be receiving care (at home, in a day centre or elsewhere) that costs the council and/or yourself £340 per week (£17,680 per year) in total. This £340 cost could be as little as 25 hours a week of home care, as it is not calculated as the hourly wage of the worker, but additional costs are included, tax, national insurance and the cost of administering the scheme. ILF and DP together could provide over £800pw towards buying care services.

4.4 Preparing for the Community Care Assessment (CCA)

It is most important to prepare for the CCA in advance. Think carefully about your needs, and get help from family, friends and local support services to help you work through your priorities and plan what you need. You may also be able to support get from a peer (or group) who has experience of the process. 
Step 1: use the knowledge you have gained in navigating the ‘self assessment pathway' (Section 3) to write down your goals and aspirations and how you would like to achieve these. 

Step 2:  draw up a diary of how you would ideally like to spend your time every day so that you can give this to the social worker who conducts the Assessment. For each day of the week: put in one (or possibly two) activities for each morning, afternoon and evening - taking care not to overlook things that do not happen every week. If you need support on specific occasions throughout the year make sure it's included.
Step 3:  write down the answers to questions such as: 

what is important to you: interests, friends, family, taking control, living independently, flexibility, spontaneity, taking some risks etc.

how you look after yourself: e.g. washing, dressing, using the toilet, shopping, cooking, eating, cleaning, staying healthy and safe 

how you communicate with people
what happens at night 

what activities you do, how long each takes and what help you ge:t e.g. work, school/college, training, shopping, library, visiting neighbours and friends, swimming, cinema, community centre, place of worship, hobbies

what you want to change, how what additional support do you need for this: e.g. by family, friends, PAs, providers, and how you will organise this?

   Step 4: Contact your local council to request your assessment. See telephone directory or Yellow Pages under Social Services for contact details.

4.5 What happens at the Community Care Assessment?

Reference: National Guidelines on Self-Directed Support, Scottish Executive, 2007 www.scotland.gov.uk/Publications/2007/07/04093127 

The assessment should no longer be about which service a person should be referred to, but about individualising the support a person can receive, including offering eligible people self directed support.  The social work care manager should work out with you what support is needed and what it is possible to provide. This should be a friendly dialogue, based on what you have prepared, with a focus on what you can (or with help could) do rather than on what you cannot do. The emphasis should be on you choosing what is best for you. However you may well find that not all these principles are followed in practice: such a major cultural change is difficult to achieve. 

Some questions may seem rather intrusive, and focus too much on what you cannot do, rather than on your abilities, hopes and aspirations. This is because resources have to be allocated according to the degree of disability and needs. At the end of the assessment of needs the care manager should agree a personal care plan with you that sets out how your needs will be met in terms of hours and services. You should be given a copy of the completed Assessment and a draft of your personal care plan at the time of completion, or shortly thereafter. Make sure that you are given or sent this. 

Your social worker or care manager should discuss the option of direct payments/self directed support with you when assessing your care needs. If not, or if you already get services, ask about these options. Also, ask if it is possible to be put in touch with someone who already directs their own support and can tell you about it first hand. 

Examples of questions that you may be asked (Annex D)

What are your present arrangements for care and support?  Provide a diary for every day of the week of existing services received
How long does it take you to get up, go to the toilet, bathed, get dried, dressed and get ready?

How long does it take to have breakfast and clear up afterwards?

How much time does it take to prepare and cook other meals and clear up afterwards, including snacks or drinks during the day or night?

Do you need assistance to use the toilet at during the day? If so, how often?

Do you need a rest period during the day? How much help do you need with this?

Do you go to college, work (voluntary or otherwise) or any other regular activity for which you need assistance?

How many hours per week does it take to clean your house vacuuming, dusting, changing your bed, washing and ironing, laundry etc?

How often do you go to the bank, post office and how long does it take you to deal with correspondence, pay bills etc?

How often do you go shopping and how long does it take?

Relationships; interactions with others; how often do you go to a social or recreational activity and how much time does that take?

How long does it take to get ready for and to get to bed at night?

Do you need assistance during the night for anything such as turning, going to the toilet or taking medication?

Do you need support to plan your day; budget; meal; future; 
Other activities, aims and aspirations that you hade that depend on you receiving additional support. 

The full list will help you to estimate the number of hours of assistance that you will need each week. 

Other items that may be recorded on the CCA form

· Your present housing/accommodation 

· Your physical and mental health

· Motivation and capacity for self care

· Financial considerations

· Any differences between your views and those of your carer(s)

Common Assessment Framework for Adults: Department of Health, England, Product 291470, Jan 2009 www.dh.gov.uk/en/Consultations/liveconsultations/DH_093438 
Unless there is a serious problem in communication it is important that the person being ‘assessed’ takes the central role, rather than the person conducting the assessment. The disabled person must be given every opportunity to talk, explain his needs and present his aims and opinions. And the ‘assessor’ must listen, and not be focused on completing items from a checklist. The ‘Common Assessment Framework’ of the Department of Health in England describes the characteristics of a person-centered approach to assessment:

· encouraging those who can and wish to undertake an assessment of their own needs (self assessment) to do so, with support as necessary, to give individuals the maximum choice, control and power over  care and support they receive. 

· where a more formal professional approach is appropriate, involving people fully in the assessment by listening to their views about how they want to live their lives and about the type of care and support that best suits them and helping them to make informed choices.

· involving close family members and carers where appropriate.

· focusing on a person’s capacities and on the things that are important to them; also assessing their information requirements, capacity for self-care and the need for support to participate in work or education. 

· recognising a person’s rights and focusing on improving their quality of life.

· an ongoing iterative process that involves listening, learning from experience and action. 

· improving outcomes in terms of health and emotional wellbeing and quality of life; making a positive contribution; choice and control; freedom from discrimination; economic wellbeing and personal dignity. 

The recommendations also state that “reviews of needs should be undertaken proactively and regularly for people who have long-term support needs” and that “where specific personalised outcomes have been agreed progress towards achieving them should be assessed at review and the actual outcome recorded”. 

Section 5:  After the Community Care Assessment

You should have been given or sent a copy of your personal care plan – detailing the hours and services that you are eligible for and have agreed with the social worker. You should have been offered a choice of (i) receiving community services provided or organized by the local authority (council); (ii) a direct payment to enable you to pay for the agreed services yourself; and (iii) self-directed support - which allows individuals and families to receive funding from sources over and above direct payments - including some non-council sources.. For further details see the website:  www.selfsupportstrategyscotland.org.uk  
5.1 Services provided or organized by the local authority (council)

Local authorities supply care workers (for personal care, shopping) equipment (after an occupational therapy assessment), maybe a ‘handyman’ service and sometimes ‘day care’ – usually at a ‘day centre’ Care workers may or may not undertake household cleaning and laundry.  They may be employed directly by the council or the council may contract the service out to a private or privatised organisation. Some councils also run residential facilities (care homes). These services are generally inflexible, with the user having little choice of the ways and times that they are delivered. 

5.2 Direct Payments

Direct payments can be used to purchase a service (for example from a private company, care agency, voluntary organization or a local authority) or to employ a personal assistant (PA). Or you can do both: employ staff and purchase back-up cover from an agency. A range of community care services can be purchased with a direct payment except for residential care (other than for short stays of up to four weeks). The benefits are clear: they increase the autonomy of those who choose how their support should be delivered and enable packages to be tailored more closely to people's needs. However some people do not welcome nor benefit from the increased control and the responsibility that comes with a direct payment.
Employing a PA enables you choose who comes into your home to support you, when and exactly what they do. You are the employer and you must treat your PA(s) fairly and carry out your legal responsibilities. Taking up references and doing the necessary police checks will help make sure that the person you employ is safe and right for you. 

Your care manager can advise you about keeping records, legal responsibilities, give you details of local services to take over much of your payroll and employment responsibilities (including interviewing), and provide the names of organisations from which you can buy services. Always contact more than one provider before deciding: you are the customer. Although it is up to you to set up your chosen support the council will meet need to be sure that it will meet the needs agreed in your personal care plan
Direct payments are not liable to income tax and not affect any other state benefits that you may be receiving; but like any other care service provided by the council, it will be means tested to see whether they should be expected to make a contribution towards the total cost of their care. 

Despite a steady increase over the last ten years, the use of direct payments for social care remains low. On average, Scottish local authorities make less use of direct payments per head of population than England and Wales. The Scottish Government wants to build on the achievements made to date, remove any unnecessary barriers put in place by existing legislation and to provide a clear and consistent framework to allow for future development.

5.3 Self Directed Support  
National Guidelines on Self-Directed Support, Scottish Executive, 2007  www.scotland.gov.uk/Publications/2007/07/04093127 

Self Directed Support in Scotland: enabling people to use care and support to lead more independent lives. Scottish Government, March 2009.  

www.scotland.gov.uk/Publications/2009/03/27110544/1 

Self-directed support builds on the platform provided by direct payments legislation and the rights enshrined in the Disability Discrimination Act (Scotland) 2003. It is about reducing or removing the physical, organisational or attitudinal barriers that people may experience in the world around them. It is about flexibility, choice and control and having a decent quality of life. It is ultimately about promoting confidence and wellbeing for those with an assessed need.

Self-directed support is an alternative to receiving services arranged by your local authority social work and/or housing department. It is for people who would like more flexibility, choice and control over their care so that they can live at home more independently. A sum of money is agreed for you to spend on the support you need instead of receiving council services. If you want, you can choose to organise some of your own support and also receive some council services.

Self-directed support does not put you at an advantage over other people who have requested services. The same prioritisation and eligibility is applied whether for self-directed support or arranged services.

Self-directed support is not for everyone. Sometimes even small adjustments to arranged services can make the service more personalised for an individual so that they do not feel they need the full range of self-directed support. Similarly, individuals on self-directed support can revert to arranged services of they choose to.

Almost any disabled or older person should be able to get self-directed support if they choose it. Appropriately trained advocacy workers should be made available for people who are unable to make the necessary arrangements themselves. 

Funding for self-directed support is derived mainly from local authority budgets such as Supporting People (for housing needs) and funding for equipment and temporary adaptations. Some disability benefits may be included in your individual budget such as the Independent Living Fund ( ILF), Access to Work, Disabled Student Allowance  (SAAS), Disability Living Allowance ( DLA) and Carers’ Allowance ( CA). Some home based health services may also be included. However health service monies can be used to enhance the hourly rate of payments so that a worker with health skills can be employed, or to increase the number of hours funded so that a second worker can attend to health needs at specific times.

What can you use it for?

You can get support to live in your own home, such as help with having a bath, getting washed and dressed, or for cooking and cleaning. Out of the home it could provide funding for support (e.g. by employing a personal assistant, PA) to enable you to attend college, to continue in employment or take a job, or to enjoy leisure pursuits more. Instead of relying on the activities run at a day centre, you might arrange for a personal assistant to help you attend local classes, go swimming, or be a volunteer helping others. It could also be used to provide a short break (respite), for equipment and temporary adaptations, for housing support services or for a short term help after an operation.

Respite can be offered in a wide variety of settings, including breaks (but not permanent accommodation) in residential homes, respite-only units (e.g. specialist guest houses), breaks in the home of another individual or family who have been specially recruited, breaks at home through a support worker or sitting service, or holiday type breaks. Self-directed support can be used for a PA to accompany a user on holiday, so providing a complete break for the carer.

Carers’ assessments

A carers’ assessment may be carried out separately, or combined with the assessment of the cared-for person. A carers’ assessment does not at present give the carer an entitlement to self-directed support in their own right.

Individual budgets

If a person decides to try self-directed support, their care manager can arrange for the allocation of a budget. This is sometimes called an individual budget (IB) because it is for the person’s sole use and to arrange for their support needs. Individual budgets have been piloted on certain councils (e.g. North Lanarkshire) and used for a variety of purposes including employing staff (eg. support worker, live-in carer, personal assistants); cleaning and laundry; holidays; equipment ( e.g. computer, iPod); transport (travel to/from college, taxis, electric scooter); education (courses e.g. film making); access to leisure (museums, exhibitions, cinema, music, entertainment, clubs, shopping); improving health (gym membership, acupuncture, physiotherapy at home); social life and seeing friends.

The individual must show the council that the support they want to buy meets their assessed needs, and must have a separate bank account. The care manager brokers the budget and must agree what it can be spend on. Expenditure must be recorded and bank statements and receipts kept. Many people get a book keeper to help with this, or use a local pay roll service to help with paying any staff they employ. There are local authority funded local support services in most parts of Scotland that can work through the paperwork with the person and help them manage – for example the Centres for Independent (or Inclusive) Living

Section 6 :  Personal experiences, fighting  ‘the system’ , the need for adviocacy and what should be done to improve matters

6.1 Personal experiences
The most common barriers and frustrations of people with a severe ‘physical’ disability in accessing social support and health services, most of which could be resolved at little or no cost by some imaginative redeployment of existing resources, are:

· not knowing what services, opportunities and financial support are available

· not knowing how to access services and financial support

· delays in responding to requests for help and in assessing needs

· assessments focusing on obtaining responses to checklist questions rather than on identifying the real needs of patients/clients; needs of family members often not taken into account

· Direct Payments (DPs)not offered as an alternative to local authority-specified services; reluctance or refusal to process application for DPs; obstructions (e.g. intimidation, frustration, excessive bureaucracy, refusal to divulge method of calculation) faced by those in receipt of DPs.

· patients discharged from hospital to home or to a care home without assessment of needs or arrangements made for rehabilitation, social support and financial advice; patients and relatives left to make contact with services as best they can

· lack of physiotherapy and other rehabilitation services, particularly in care homes; patients and carers not taught how to maintain and improve physical function; needs of care home residents assessed irregularly or not at all 

· treatment goals not set or not shared with patients: a very common complaint, even in the hospital setting

· lack of meaningful activity in care homes and even in hospital ‘rehabilitation’ units; patients/residents spending much of their time in a wheelchair or lying on their beds

· services and opportunities for young disabled people often provided as an adjunct to services for older people - both at home and in care homes - the emphasis therefore being on providing ‘care’ rather than on achieving potential; lack of opportunities for leading a fulfilling life - particularly at evenings and weekends
· care workers and teachers (even in ‘special’ schools) not trained to understand and cope with challenges posed by severely disabled children and young adults: for example the cognitive and behavioural  difficulties (disinhibition, compulsive behaviour etc.) resulting from  brain injury

· loss of services and opportunities during transition from child to adult services, particularly where hospital appointments are not kept

· inadequacy and inflexibility of services for disabled children in ‘mainstream’ schools

· lack of coordination between health, education, social work and general practitioner services (e.g. equipment provided in school not available for use at home)

· social isolation

· difficulty in obtaining and repairing equipment (e.g. wheelchairs, vision aids)

· becoming ‘lost to the system’ when social workers leave or ‘close’ cases prematurely; also when patients fail to attend consecutive hospital appointments

· domiciliary care workers not trained in caring for young people, particularly those who are severely disabled; very few trained in caring for people with neurological conditions or acquired brain injury; lack of supervision 

· domiciliary care workers who are caring for the child of a disabled parent not allowing the parent to accompany her child and carer on excursions - such as to the park or an ice rink

· frustration felt at large gap between what is promised (e.g. in reports and political statements) and personal experience

. 

6.2 How ‘the system’ can wear you down

Many disabled people become worn down by the ‘system’ and either give up or only just manage to cope with everyday life. The overriding negative feeling seems to be one of helplessness or lack of control –because they do not fully understand the procedure or feel that their views and opinions are not being considered.

The majority of ‘physically’ disabled people do not have the skills, experience and stamina required to “fight the system” and insist on their rights.  As a result they become passive recipients of whatever the ‘system’ is willing to provide.  There is no cohesive system of support, and communication between the patient/client, social work, health service (hospital and general practitioner) and education (schools and colleges) is very uncertain.  Often the main concern is with adherence to protocols and checklists – in order to demonstrate that defined processes have been followed and to provide evidence in the case of any future investigation: recording what has been offered rather than on what has been achieved for the patient/client or family.

6.3 What you can do about it:  ‘secrets’ from George Baker (george@howtogetcare.com)  
     Secret 1:  the problem is nearly always the 'system' rather than the people
Get those involved with your assessment on your side.. The affect of this will be twofold. Firstly, with everyone doing everything they can to help you, your chances of getting what you need are dramatically increased. And you will feel far less stressed.

     Secret 2:  make sense of the system and work out what you're entitled to
Make it your personal mission to learn your way round the system By working out what you're entitled to you'll be able to make sure you get everything you can. 
     Secret 3:  be assertive and become the leader of you care package campaign
Keep reminding people of your situation, how important it is and how much you mean business. They are then more likely to sort things out for you quickly. However, it's important to keep people on your side: so, as irritating as the bureaucracy and inefficiency can be, try and play nice, even when they aren't nice to you!

Being in charge can be fun, and more importantly liberating! Providing you have enough energy, appointing yourself chief in charge of your 'care package campaign' will make you feel far less stressed because at least you'll know what's going on! 

     Secret 4: don't waver, and keep on at people until they come to a decision
Persistence is just as important as assertiveness and more than deserves a spot of its own! Quite simply, without persistence, assertiveness is a waste of time! It is vital that you don’t waver, and that you keep on at people until they come to a decision. Step #2 will help enormously with this because you should know what you are entitled to.

     Step 5: put all the steps together and stand up for yourself
You must be prepared for a few knockbacks! The likelihood is that the whole process will take quite a long time, even if you do follow all these steps. You must do your best not to get disheartened.  If day to day living is becoming seriously difficult and you are worried your health may suffer if you don't get the help you need very soon, make sure to say to so, and keep saying so: it will speed things up.  At all costs don't let the bastards grind you down!

6.4 The need for advocacy

Young physically disabled adults and their families/carers have great difficulty in knowing what financial help, health and social services, and opportunities to live a fulfilling life is available to them. Even the most articulate and educated people experience many problems and much more so for less advantaged people. For people with learning disability or mental health problems advocacy services, although sometimes inadequate, do exist. However independent advocacy services for physically disabled adults are uncommon. As a result it may take years to find out what services and opportunities are available and how to access them, and many people are unable to achieve even this. And of those who do eventually find out, many - perhaps most - experience long delays and frustrations in accessing the services, ‘benefits’ and opportunities that they are entitled to. 

For people with some long-term conditions (e.g. diabetes, heart or respiratory failure, asthma, epilepsy) ‘chronic disease management’ programmes and ‘managed clinical networks’ have been established. Although these have a mainly medical focus, patients/users are made aware of sources of social support. However for less high-profile but relatively common conditions such as acquired brain injury, muscular dystrophy and congenital ataxias no such programmes or networks exist. People with conditions such as these need an advocate or ‘outreach worker’ to provide information about what is available, to help them to choose, and to help them through the often tortuous processes of obtaining the help they need - often negotiating on their behalf. This also applies to all children and young people with long-term conditions during the period of transition to adulthood. Recommendations made in a range of national reports include:
Many patient ‘stories’ demonstrate the great value of having an ‘outreach worker’ to provide help, advice and to act as a ‘personal advocate’ – a role recently proposed in the (English) Governmental report ‘Putting People First’. Unlike social workers, these individuals take the whole household and environment as well as clients’ needs into account, and really ‘get under the skin’ of the situation, unconstrained by checklists and reporting mechanisms. 

Two ‘outreach’ workers were employed in an NHS Greater Glasgow Big Lottery Programme (2004-2007) as advocates to help meet the needs of adolescents and young adults (and their families): one for acquired brain injury, the other for muscular dystrophies and congenital ataxias. The posts were very successful in securing services and ‘benefits’, in providing information and advocacy, and in directing clients to other sources of help. This was particularly important for the many individuals who had ‘fallen through the net’ during the transition from child to adult services. The lives of many people were transformed from being virtually housebound or even bed-bound to being able to live a reasonably active and rewarding life both in and outside the home. 

The need for advocacy for young ‘physically’ disabled adults has been identified repeatedly in national and local reports - particularly for people with conditions that are not included in management networks and programmes such as those for diabetes, heart disease and asthma. However, in contrast to mental health, learning disability and addictions, advocacy for people with physical disability remains very difficult to access. 

6.5 National recommendations relating to advocacy services    

Services for young physically disabled adults in Glasgow.  Scottish Health Advisory Service (2000). There is very little independent advocacy for people with physical disabilities and this is an area recognised by service users and their families as a priority for development.
Review of Physical Disability Services in Glasgow: NHSQIS (2003).   Advocacy provision for people with physical disabilities is poor in comparison to services for other client groups such as learning disability and mental health. While independent advocacy is identified as a priority area within the Physical Disability Strategy and Community Care Plan, there is little evidence that such priority is as yet translated into practice. It is disappointing to see the very limited progress in this area since the last SHAS visit in 2000. 
There is a need to ensure that independent advocacy services are available to people in a range of settings, including younger adults in nursing homes. There is a lack of awareness (amongst staff) about the potential benefit of independent advocacy, and this should be addressed. 

The needs of people with relatively common conditions (e.g. acquired brain injury and neuromuscular disorder) that are not included in chronic disease management programmes or in managed clinical networks should be addressed..

What people with long-term disabilities should expect (Guidelines for managing multiple sclerosis, National Institute for Clinical Excellence, 2003). Health care and other professionals should work together with the person and his/her family towards agreed goals. The goals should cover both short-term specific actions and longer-term outcomes. 
Prime Minister’s Strategy Group (2005) some needs of disabled people are so acute that they should be addressed at once.  These include improvements in the availability of independent advocacy and easier access to advice and information.
Recommendations of the Scottish Executive Disability Working Group (2006) The Scottish Executive should support independent advocacy services for disabled people nationwide, including independent peer advocacy.
The disabled person should be a full partner in the decision-making processes of her/his care management. An independent and trained advocacy service should be available if required by the disabled person in order to facilitate this process. All disabled people should receive appropriate and adequate support and equipment throughout school, further and higher education and at all points of transition such as from school to post school. 

Living Well with Long-Term Conditions: Scottish Government and Long Term Conditions Alliance Scotland, July 2007 Recommendations include provision of courses to help people to manage their condition; ongoing support and advocacy; advice and help in securing benefits; counseling
National Guidelines on Self-Directed Support  (Scottish Executive, 2007) Assessment of need is no longer about which service a person should be referred to, but about individualising the support a person can receive. There is an expectation that organisations seek innovative approaches to ensure that individuals get the support that is right for them. It also states that people who use services will have more control over the services they are getting. 
Individuals should be encouraged to consider for themselves what care and support they might need, i.e. self assessment. The social work care manager will need to spend time with a person to work in partnership to find out what support is needed and what it is possible to provide.

Putting People First: Transformation of Adult Social Care in England, 2007  Our aim is to establish a universal information, advice and advocacy service for people needing services and their carers:  ‘first shop stop’ accessible by phone, letter, e-mail, internet or at accessible community locations. Also to provide personal advocacy in the absence of a carer or in circumstances where people require support to articulate their needs and/or utilise their personal budget.
6.6 NHS Greater Glasgow Big Lottery Programme, 2004-2007

Two ‘outreach’ workers were employed as advocates to identify, and help meet the needs of, people with long-term disabling conditions that are not included in ‘chronic disease management’ programmes or part of a managed clinical network. They worked with adolescents and young adults (and their families): one for acquired brain injury, the other for muscular dystrophies and congenital ataxias. The posts were very successful in securing services and ‘benefits’, in providing information and advocacy, and in directing clients to other sources of help. This was particularly important for the many individuals who had ‘fallen through the net’ during the transition from child to adult services. The lives of many people were transformed from being virtually housebound or even bed-bound to being able to live a reasonably active and rewarding life both in and outside the home. 

Outreach Workers were able to achieve the following for three individuals, in each case completely transforming their lives and those of their families:

· Social workers appointed for two clients 
· Home visit by social worker arranged for third client; CCA completed and client is likely to receive Direct Payments. Client will employ a befriender when he receives Direct Payments.
· Care package in place for one client  and a keyworker for a second
· Two clients escorted for wheelchair assessment, and both now have power chairs
· Phoned hospitals to reinstate hospital appointments: both clients  now in the ‘system’

· Client attended ‘Expert Patient’ course, to build up confidence and self-esteem. 
· Mother attended carers’ centre for a six-week course of massage therapy which has boosted her self-esteem. Ongoing support is available
· Client is now attending a course at Wellbeing with a view to employment. He is no longer bored and depressed
· Outreach worker contacted local Stress Centre; assessment of client and mother carried out with a view to accessing alternative therapies.
· Client assessed for a tilt ‘n space power chair
· This situation has been turned round completely and both mother and son are now having a better quality of life.  
6.7 Petition to the Scottish Government  

Disability Concern Glasgow has submitted the following Petition (PE1279) “Urging the Government to establish processes to ensure that health boards and local authorities fully implement the changes that are recommended in national reports to improve the wellbeing of people with a physical disability”. 

The following actions were proposed:

· A radical shift of political and managerial focus from producing reports, strategies, plans, investigations and consultations to implementing changes already well known to be necessary to improve the health and wellbeing of people with a disability. 
· Making NHS managers accountable for implementing the detailed recommendations of national reports.
· Establishing mechanisms within NHS Boards for basing service improvements and development on evidence - from national reports, frontline workers and patients. 
· Making the public much more aware of the conclusions and recommendations in national reports, and of the standards set by the Care Commission.
· Ensuring that the responsibility of NHS managers to ‘balance the books’ is undertaken in the context of developing more effective and efficient services rather than merely on saving money. Suggestions from frontline staff and evidence from reports and other sources should be welcomed rather than regarded as a threat. 

The Petition has been considered at two meetings of the Public Petitions Committee, and a meeting was arranged (Friday 30th April 2010) between the petitioner and Alastair Pringle, Head of Patient Focus and Equalities in the Scottish Government. The following suggestions were made at this meeting and sent for consideration by the Committee on 1st June:

· No further evidence-gathering (surveys, consultations, participative events, reports etc.) should take place unless there are clearly defined mechanisms - and commitment - to ensure that actions to improve health and/or services result. 
· A radical change in culture is needed amongst managers and front-line staff in health boards (and social services) in order to achieve new working practices such as: (i) securing  active and enthusiastic engagement with policies such as self management and direct payments; (ii) ensuring that all patients who are likely to need information or help are given contact details of local and national sources, including signposting organisations and voluntary/self-help groups; (iii) establishing a culture of continuous service improvement, rather than of organisational change; (iv) welcoming and encouraging  feedback from patients and from front-line staff (many ‘complaints’ could also be used in this way, rather than initiating formal procedures designed mainly for rebuttal).
· Dissembling many of the planning and ‘peripheral’ activities that have mushroomed over recent years in health boards and central government, thus freeing resources for front-line patients care. There should be a radical shift from planning to implementation, and from pursuing ‘management’ targets to the assessment of patient experience at the time of contact with services. 

These changes would not require additional resources. If evidence from reports and feedback from patients were used to inform service improvements and developments, and ideas from front-line staff encouraged (rather than the opposite that is often the case at present), then considerable improvements could be achieved at little or no cost by redeploying resources and improving their efficiency and effectiveness..

6.8 Organisations, initiatives and activities whose function would appear, at least in part, to be improve health services for people with a disability

The challenge is to work out how these organisations and individual disabled people can change their focus from evidence-gathering and discussion to improving access to services and opportunities for people who need help.

                                                  Central

Standard setting 

NHS Quality Improvement Scotland

Care Commission

Equalities & Human Rights Commission 

Scottish Human Rights Commission

National Waiting Times Centre 

NHS Health Scotland e.g. Lifestyles component

NHS National Services Scotland e.g. Managed Clinical Networks

Providing advice and support for patients/users

NHS24: Health Information and self-care advice

Care Information Scotland: helpline and website to provide information about community care services for older people* 

Improving health services

Scottish Health Council

Health Rights Information Scotland

Consumer Focus Scotland: has the legislative power to investigate any consumer complaint of wider interest, to obtain information from providers, and to make a super-complaint about failing services.
Scottish Public Services Ombudsman

Long Term Conditions Alliance Scotland

Long Term Conditions Collaborative

Scottish Patient Experience Programme (‘Better Together’)**

Independent Living in Scotland

Parliamentary Committees/Groups

Equal Opportunities Committee

Cross Party Disability Group

22 condition-specific Groups (e.g. impaired vision, epilepsy)

            Voluntary organisations and individuals (disability-related)

Inclusion Scotland

Centres for Independent/Inclusive Living

Around 30 members of Scottish Parliament Cross Party Disability Group

Representatives of 22 Cross Party Groups for specific long-term conditions

Glasgow Disability Alliance

Voluntary Health Scotland

*this appears to duplicate much of the material already available for the Age Concern/Age UK website, and websites of the various organisations that support carers. 

** includes a ‘groundbreaking’ Coordination Centre, a surveys of over 50,000 people, contracts with eight private agencies/companies, and  a ‘toolkit’ for service providers with accompanying manual.
