Section 7:  Independent Living, Self Management, Standards and Self Directed Care
7.1  Independent Living in Scotland project (ILiS)
Ready for Action: Key Issues and disabled people’s priorities for independent living. March 2009
Independent Living for disabled people means enjoying the same freedom as everyone else expects. – giving disabled people control over the systems and services that support their lives. Key to this is the need to place the principles of independent living firmly at the centre of mainstream public life and support systems. The ILiS Project, hosted by the Equality and Human Rights Commission (EHRC) provides a unique opportunity to increase momentum to achieve this. It expresses the hope that public sector organisations and service providers are ready to address what still needs to be done to bring about true equality for disabled people. 

The Independent Living Movement began in the UK in the late 1970s as disabled people became increasingly frustrated with the lack of control over their lives. The early focus was on enabling disabled people to live in the community rather than in residential care. The movement has faced continuing obstacles – with funding, capacity, and combining the need for campaigning with delivering user-led services. In 2008 a “Scottish Alliance for Independent Living” was formed, bringing together four organisations for disabled people and the EHRC. 
Extracts from Executive Summary 
• ensure that key national and local Government strategies and initiatives are consistent with promoting independent living

• promote a “shared understanding” of independent living and good practice for policy makers and practitioners

• work to support and build the capacity among user-led organisations working for independent living

• develop, procure and deliver public services which are consistent with independent living

• develop effective service standards, outcomes, performance measurement and scrutiny of progress

• support the work of access panels and promote well-designed neighbourhoods

• develop incentives to advocate good practice across all sectors
• develop and improve information; also support with employment, education and training, volunteering, access to services and benefit entitlements

• develop access to equipment, personal assistance and health as well as information and appropriate communication, and peer advocacy.

• promote self-management of long-term conditions

• promote self-directed support; consider individual budgets for disabled people
• identify current user-led information, advice, advocacy and support, and develop provision across Scotland

• improve experiences at transition, for example between school and further or higher education or training

• develop opportunities for, and access to: employment; income; education training and learning; and other aspects of life, such as leisure activities, social and public life.

• develop and establish a national framework for supported employment of disabled people

• develop opportunities for work experience, training, participation and volunteering; promote specific initiatives, e.g. encouraging organizations to provide employment-related support and addressing employer attitudes

What is “independent living”?
 “Independent living does not mean living by yourself or fending for yourself. It means the right to practical assistance and support to participate in society and live an ordinary life”. To achieve this, key areas of everyday life need to be as accessible to disabled people as they are to other members of the community:
• the environment and transport

• personal support and services

• economic, social and public life

• the overall political, social and service structure
To help realise this agenda, the Scottish Government in June 2008 announced funding to support the development of independent living in Scotland. The “Independent Living in Scotland” (ILiS) project resulted, funded until 2011, its aims being to:
• strengthen and develop the disabled people’s Independent Living Movement in Scotland

• support the involvement of disabled people in shaping the Scottish Government’s approach to independent living

• support representatives of the Independent Living Movement to advise the ILiS project
Personal support and services
                                                   Barriers to access
Personal support and services are essential to enable independent living, and include access to equipment, personal assistance, health services, independent information, the support of peers and advocates. There is variation between local authorities in the availability and implementation of self-directed support. Problems include lack of: infrastructure, support, promotion and championing of independent living, willingness and flexibility. Staff attitudes may also be unfavourable. Gaps exist in information, advice, advocacy and support available with no comprehensive network of user-led organizations, a lack of capacity and concern about the future funding of the few organizations that exist. There can be insufficient awareness of or access to support, and an absence of coordination between information providers. 

                                         Legislative and policy developments

Mechanisms have developed for considering or delivering some aspects of provision, with an Equalities and Planning Directorate established NHS Health Scotland which is taking forward the Fair for All – Disability initiative. The Joint Improvement Team of the NHS is working on a number of areas relevant to independent living. Community Health Partnerships have been established, with a move to single shared assessments and enabling people to live in their own homes in the community. An initiative entitled ‘Better Together’ aims to use patient experience feedback to improve NHS services.
There have been reviews of issues such as NHS wheelchair services, the needs of unpaid carers, and services to younger disabled people (??). Following the review of wheelchair services, the Scottish Government has set aside funding to implement the recommendations. Statutory guidance was issued in 2007 to take forward

a Sensory Impairment Action Plan.

Self-directed support gives disabled people the choice to purchase support individually but there are also Independent Living Fund grants for personal care. New guidance for self-directed support was issued in July 2007, setting out what local authorities are expected to fund, including a local independent and user-led support service.
Support has been provided to Self-Directed Support Scotland (SDSS) and the Scottish Personal Assistant Employers’ Network (SPAEN). SDSS has been established to provide peer support to new and existing support organisations, and a guide aimed at disabled people directing their own support was issued in March 2008. Other developments have been made in some user-led services, such as Centres for Integrated or Inclusive Living (CILs). The Scottish Independent Advocacy Alliance published principles and standards and a code of practice for independent advocacy in 2008.
                                              Some priorities for action
:

• promote joined-up, holistic, self-directed, rights-based, personalised provision across all relevant services

• develop a plan for early identification of those at risk of crisis, and promote early intervention

• promote access to self-management of long-term conditions

• develop a framework of minimum entitlements

• develop specific initiatives (e.g. health checks; holistic and self-assessment; one-stop access to adaptations; handyperson schemes; support for carers; development of Scottish Personal Assistant Employers Network (SPAEN)

• promote self-directed support, an appropriate infrastructure that promotes joint working, and a strategic and consistent approach

• consider issues relating to individual budgets (including ensuring that they complement, rather than replace, direct payments and are implemented in an empowering way)

• promote good working conditions for personal assistants

• map current user-led information, advice, advocacy and support, and develop provision in all areas which is accessible and effective

• develop work to improve experiences of disabled people at transition points in their lives
National and local mechanisms are needed to “mainstream” Independent Living in legislation, policy and service delivery. Independent living is undermined by the lack of recognition of its benefits and the rights of disabled people to have control over their own lives. Practices can be fragmented and there is often little meaningful measurement of performance against factors relevant to independent living.
Different groups can face different barriers, including older and younger disabled people; disabled parents; disabled people from ethnic minority and other equality communities and groups; people with communication support needs; people with learning disabilities or autistic spectrum disorder; people with Alzheimer’s disease; people with mental-health problems; people with “low-incidence disabilities”; and people with other specific impairments. These groups may require tailored support and services. In addition, some disabled people experience inappropriate attitudes and inadequate responses from service providers and other community members.
Priorities for action in the overall structure show a need for: better enforcement of existing legislation and delivery of services consistent with the principles of independent living; staff and public understanding; and consideration of issues for all disabled people.

Specific actions include:
• develop further national or local structures and links to promote and enable independent living 

• develop impact assessment, and ensure mainstreaming of independent living

• build capacity among national and local user-led organisations

• address negative attitudes towards disabled people

• develop effective service standards, outcomes, performance measurement and scrutiny of progress
“The achievement of independent living at local level will rely on the necessary actions being identified as a priority in the Single Outcome Agreements”.

7.2 Self management
Living with a condition for which there is no cure can have a devastating effect on a person.  People need to have the right support and services so they can enjoy a high quality of life. Self management is about enabling patients with a long term condition to take as much interest and responsibility as they wish (and are able to) for the management of their condition. Key components of self management training programmes include accessing information; building confidence and positive thinking; managing symptoms; self assessment; goal-setting and prioritisation; pacing oneself; and getting the most from professionals..

Self-management is not about taking over professional responsibilities for diagnosis and treatment or about saving money (although many well informed and ‘empowered’ patients will in the longer term make less demand on health and social services). It is about helping patients to obtain the tools they need to access services and opportunities for a fulfilling life, and encouraging those who are able to take as much responsibility as they wish and are able for achieving their goals. 

The role of the professional in self management is to help people with a long term disabling condition to achieve the best possible quality of life. The professional (doctor, nurse, therapist, social worker) must understand the challenges of living with a long term condition and the barriers faced by people in achieving their potential. Ensuring that patients are given information about the availability of self-management programmes and contact details of voluntary organisations, websites and other sources of information is the first essential. In addition, a few words of reinforcement from the doctor, specialist nurse or other team members will encourage patients and families to start thinking about ways in which they can make the most of their lives. 

A National Action Plan for Scotland

In June 2009 the Scottish Government published a plan called “Improving Health and Wellbeing of People with Long Term Conditions in Scotland: A National Action Plan.  

This sets out what the Scottish Government expects Health Boards to do, in partnership with local authorities and voluntary organisations, so that people with long term conditions have high quality support and services”. Extracts from the document include:


“Our vision is that throughout Scotland those with long term conditions and those who support them feel valued, confident and able to enjoy full and positive lives. We need a culture that supports people and their carers to take charge of decisions about their health and wellbeing. Services must work together with people with long term conditions, their families and with health, housing, social services and community and voluntary groups”.

To make things happen NHS Boards need to:

· involve people living with long term conditions in improving services.
· support people to be involved in planning their care.
· encourage health professionals to work with patients  to plan care and support.

· increase the amount of emotional and psychological support available for people with long term conditions.

· look at how technology can be used.  For example try letting people use the internet to see information about their health including care plans and test results.

· make care plans that are used by health staff in and out of hours.

· improve information for unpaid carers.
Increased support is necessary to help people manage their own health and condition
For example by:
· giving Health Boards targets about how much they support people to self manage.

· Providing additional support during ‘transitions’ between services, e.g. child to adult, younger to older adult, and between condition-specific services.

· giving more funding to voluntary organisations to support people.

· helping staff work in a way that helps people with long term conditions use and build up their own abilities.
· making it easier for people to tell each other about support in their local area.

· looking at what help people might need to find, understand and use information.
The role of the voluntary sector
The voluntary sector is experienced in partnership with individuals and is best placed to work alongside people in self management. It also has an important role in articulating peoples’ needs to health and social care services. 


Health and social care staff must be well trained and supported
Staff must become better at communicating and listening to people, and helped to work in a way that gives people confidence to self manage.

For people with more complex needs 


· technology should be used to help people to keep living at home
· .people in care homes should receive high quality healthcare.

· it should be easy to find out about support and services in the area where they live. 
· the use of Managed Clinical/Care Networks (MCNs)  should be extended to other conditions and include representatives from housing and social care. MCNs are groups made up of health professionals (usually with ‘patient representatives’ and people from voluntary organisations that plan, deliver, evaluate and improve services.
Most are for specific conditions (e.g. acquired brain injury, epilepsy, children with complex healthcare needs, multiple sclerosis and stroke. 
Self management training

If self-management is to be successful patients/clients and professionals must fully understand what it means, and this requires training.  ‘Expert Patient’ courses for patients, developed in California and led by trained volunteer ‘lay tutors’ who themselves have a long-term disabling condition, are the best known but many voluntary organisations and other bodies provide their own condition-specific or more general self-management courses. Doctors, nurses, therapists, social workers and other professionals also require training - and to truly believe in and promote the concept. If patients and clients are made aware of the existence of and nature of the training available, then they will decide for themselves whether or not to attend or to continue with them. Instilling a belief in self-management in sceptical professionals is however a far greater challenge, although there are many evidence-based articles in professional journals (including the British Medical Journal) and other reports that are fully supportive of the concept. 

An essential component of self-management for many people with long-term conditions is the ability to organise their own support services and the opportunities required for a fulfilling life. Direct Payments, ‘Self-Directed Care’ and Personal Budgets are being promoted as alternatives to the provision of local authority services - giving clients much more choice, flexibility, independence and control. 

Observations and recommendations from the British Medical Association

A meeting on “self-care by people with long term conditions through self management” was held by the British Medical Association on 11 September 2007. Key points in the discussion included:
· Self management is crucially important for the NHS and the medical profession.
· Self management has been associated with improvements in knowledge, confidence, coping behaviour and symptom management. 
· Courses can either be generic to long term conditions in general or specific to a particular condition. Their focus is on five key skills: problem solving, decision making, resource utilisation, partnership with healthcare providers and taking action. 
· The range of strategies for self management can be divided into two categories: non-clinical (the vast majority) and clinical (using diagnostic devices and clinical interventions).
· There is no single approach to self care, nor should there be. Methods include self monitoring, self help and support groups, self management education programmes, patient access to personal medical information, access to information on conditions and services, and patient-centred tele-care.
· The growing numbers of people who wish to be involved in managing their condition need more support from their professionals. 
· Self care cannot be ‘done;’ to people; but the NHS can create an environment where people are supported to self care.
· The challenge is to make sure that opportunities for self management are available to the people who need them, and that patients know how to access them. Further development, innovation and improvement in accessibility is required. 

The following recommendations were made:

· Every person diagnosed with a long term condition should know how to gain information on their condition and how to develop their self management skills. Every patient should also know who may be able to give advice and support, including local and national support groups and organisations. 

· Self management training should ultimately be offered to all people with long term conditions for whom they are relevant and who are interested. 

· A ‘road map’ should be developed to aid healthcare professionals and patients through the maze of information and services, including self management programmes. 

· Research should be undertaken to ascertain the effectiveness of self management to both patients and the health service over the longer term.

How much commitment is needed from professionals?

It should be a key responsibility of NHS managers to ensure that all patients with long-term disabling conditions know how to access information about the support and opportunities available to help them to live life to their full potential – including information about self-management. 

At a more ambitious level the particular needs of people with long term conditions could be explored and discussed. Consideration could also be given to ways of opening up communication between patients and professionals – for example by using problem cards or otherwise helping patients to identify their main concerns. Also, if self-management is to be effective in reducing utilisation of health services, changes in some practices will be required – such as in ‘routine’ out-patient attendances, and in the use of telephone and electronic communication between patients and professionals.
7.3   Extracts from other reports

(1) What people with long-term disabilities should expect (Guidelines for managing multiple sclerosis, National Institute for Clinical Excellence, 2003) As far as possible people with a long-term disability should be helped to manage their own general health by:
· Providing information and advice in written, audio or other media on:
· Acquiring the skills needed to:

· Seek, evaluate and use advice and help available.

· Communicate effectively with healthcare professionals (for example, though participation in self-management programmes).

Healthcare and other professionals should work together with the person and family towards agreed goals. The goals set should cover both short-term specific actions and longer-term outcomes. Rehabilitation programmes should include monitoring progress against set goals. These goals should be reviewed and reset, until no further goals exist and no further interventions are needed. Any individual who, having explored all reasonable options for support and training, cannot stay in or find alternative employment should be given information about other options such as voluntary work.
(2) Supporting People with Long-Term Conditions: an NHS and Social Care model, Department of Health, 2005. In order to support self-care, health and social care organizations should:
· Ensure patients and carers have the skills and knowledge to understand how to handle their condition, improve lifestyles and access health care services

· Provide accessible information 

· Empower patients and carers to manage their condition more effectively

· Provide a trusted and consistent person top contact

· Make available support from voluntary, community and patient organisations

(3) Recommendations of the Scottish Executive Disability Working Group, 2006. The disabled person should be a full partner in the decision-making processes of her/his care management. 
(4) Living Well with Long-Term Conditions: Scottish Government and Long Term Conditions Alliance Scotland, July 200.7 Recommendations include:
· Courses to help people to manage their condition

· Provision of peer support

· Helping people to gain confidence and self-esteem.
· Helping patients/users to communicate effectively with professionals (health, social work and education)

· Providing detailed information about services and lifestyle opportunities

· Encouraging and facilitating self-assessment

(5) Better Health, Better Care: Scottish Government, 2007. We will enhance the level of emotional support for patients with long-term conditions by making sure that they are made aware of the full range of information and support, and by providing counselling and techniques to raise self-esteem.
(6 )Putting People First: Transformation of Adult Social Care in England, 2007. Our (Depts. of Health, Social Services, Work& Pensions etc) shared vision is of a personalised adult social care system with agreed and shared outcomes to enable people to:
· Live independently

· Exercise maximum control over their own life and where appropriate the lives of their family members.

· Participate as active and equal citizens, both economically and socially.

· Have the best possible quality of life, irrespective of illness or disability.

· Remain at home for as long as possible; alleviate loneliness and   isolation. 

· Personal Budgets/Direct Payments for everyone eligible for adult social care.

· Greater emphasis on self-assessment.
(7) Directing Your Own Support: A User’s Guide to Self-Directed Support in Scotland. Scottish Government, 2008.  Most people who use social work services can get self-directed support, sometimes called direct payments. The term self-directed emphasises that you are in control: you arrange some or all of your support instead of services arranged by your social work or housing department. It is for people who want more flexibility, choice and control so that they can live at home more independently. If social work agrees that you need support they must give you the choice of self-directed support instead of council services. All local authorities in Scotland must offer those who are eligible the opportunity to direct their own support.
(8) Independent living – delivering on choice and control for disabled people. Department of Work and Pensions, 2008. The Strategy aims to support disabled people to do the things non-disabled people take for granted: to give them more choice and control over their support, and greater access to employment, transport, health and housing opportunities:
· Moving from professional assessment and care management to user-led support, advocacy and brokerage

· A national strategy to enable people to remain in employment when they acquire an impairment or their condition worsens

· A commitment to monitor the impact of the strategy, year on year, in partnership with disabled people

· The right of the individual disabled person to determine the kinds of services and support they need, with greater access for disabled people to housing, transport, health, employment, education and leisure opportunities

· A programme to build awareness and change attitudes to promote an independent living approach and communicate independent living messages to a wide range of practitioners

· Increasing the uptake of self-management programmes and developing new approaches

· Improving specialist employment support services, and enabling people to remain in work when they acquire an impairment or their condition deteriorates

· Increased personalization of support through, for example, individual budgets and direct payments; improving the uptake of direct payments

· Promoting the development of user-led organizations

· Access to better information, advocacy and support

· Delivering a Transition Support Programme for 14-19 year olds, including access to an advisor or key worker, advocacy and support.

(9) Common Core Principles to Support Self Care. Departments of Health and Care Services, 2008

· The state and statutory agencies having a different role – more active and enabling, less controlling: requiring significant cultural change and changing the attitudes, behaviours and skill base of all people working in health and social care. 

· Ensuring individuals can make informed choices to manage their self care needs

· Enabling individuals to assess their needs and develop confidence to self care

· Supporting and enabling individuals to access appropriate information to manage their self care needs

· Supporting and enabling individuals to develop skills in self care

· Supporting and enabling individuals to use technology to support self care

· Advising individuals how to access support networks and participate in the planning, development and evaluation of services

· Supporting and enabling risk management and risk taking to maximise independence and choice

 Other references

• reports published by the Prime Minister’s Strategy Unit (2005); Scottish Parliament (2006); Scottish Executive (2006); Disability Rights Commission (2007)

• a UK Independent Living Review and Independent Living Strategy (2008), and a commitment by the Scottish and UK Governments to independent living, supported by funding

• the UK Government signing the UN Convention on the Rights of Persons With Disabilities in 2007 (but ratification is still required as this report goes to publication)

• structural developments including the establishment of a UK national Office for Disability Issues (2005); a national forum called “Equality 2025” (2006); a cross governmental group; and a reference group in Scotland (2008)

• the Equality and Human Rights Commission (EHRC) was established in 2007. Looking to the future, the Scottish Government has made a commitment to a Public Sector Equality Forum, and intends to arrange a discussion of independent living among public sector leaders, as well as to work

with local authorities
7.4   The Vision versus the Reality
You are likely to find a big difference between statements made by politicians and managers and your own experience of how things work. Independence and ‘self-directed’ care are widely advertised and promoted, but achieving these (for example by offering choice and/or obtaining a Direct Payment) is made extremely difficult and frustrating by many social work departments.  Sometimes the disabled person is discouraged from even applying because the individual social worker knows little about Direct Payments or is not in favour of concepts such as independence and ‘empowerment’.  Even when the social worker is supportive the process of obtaining a Direct Payment it may take 18 or even more “emotionally draining” months explaining the same thing to different social workers.
High standards are set by the Care Commission for the care and support of disabled people who live at home or in a care home. However in general only the more measureable standards are rigorously enforced. It is much harder to ensure that standards relating to quality of life and achieving potential are met.

A large number of organisations exist to promote better services and opportunities for disabled people. However much of their time is spent in discussing problems that are already well known, and in publishing material (reports, guidelines and recommendations) that has been documented many times perviously. 

Recommendations are made and standards set  by a wide variety of bodies. Examples relevant to younger people with a ‘physical’ disability include:

· Governmental agencies: NHS Quality Improvement Scotland; Care Commission; Scottish Health Council.

· Governmental reports: Scottish Executive Disability Working Group (2006); Living Well with Long Term Conditions (July 2007); National Guidelines on Self-Directed Support (July 2007); Better Health, Better Care (December 2007); Managing Long Term Conditions (Audit Scotland, August 2007); Equally Well (June, 2008); A National Action Plan for Improving Health & Wellbeing of People with Long Term Conditions in Scotland (June 2009).

· Voluntary organisations: Inclusion Scotland; Glasgow Centre for Inclusive Living; Glasgow Disability Alliance; Leonard Cheshire; Livability (John Grooms).

· Research by academic departments: Glasgow University Centre for Disability Research and Dept Clinical Psychology.

· Health Boards: Public ‘consultation’ and participative events. 

Although many charities exist to promote the wellbeing of young people with a ‘physical’ disability, their particular needs are in general poorly recognised by the health service and social work – in contrast to the services provided for people with mental health problems, addictions and learning disability for example.  In most cases services for adults with a ‘physical’ disability are provided as an adjunct to services for elderly people, with a focus on providing care rather than on helping and encouraging the young person to live life to their full potential.  

The importance to ‘physically’ disabled adults whose mental functions are relatively unimpaired, of activity, a fulfilling life and even employment also appears not to be understood by health and social work.  As a result usually only a very limited range of services and opportunities is offered and very few are available during evenings and weekends.  And there is little if any understanding of the particular needs of adults with specific conditions, so the behaviour of people with acquired brain injury and Huntington’s Disease for example is often attributed to innate aggressiveness or rebelliousness rather than to the condition itself.

Examples of observations, recommendations and standards made by governmental, academic and other bodies that have been neglected 

(a) Review of services for young physically disabled adults in Glasgow:  NHSQIS,2003
· lack of independent advocacy and difficulties in getting information

· transition to adult services identified as a priority issue

· people resident in inappropriate settings such as medical wards ansd care homes

· the needs of younger people in care homes should be addressed

· timely access needed to therapy services (including maintenance therapy), 

· focus required on the health and wellbeing of people with physical disability 

(b) Young adults with acquired brain injury in care homes:  Professor Tom McMillan and Dr Marie Laurie, Clinical Rehabilitation, 2004; vol 118(2), 132-8.
· review of medical, rehabilitation and medication needs at least twice yearly

· provision of formal rehabilitation pre- and post- discharge

· care homes provided with hospital discharge reports that inform about immediate pre-admission history, rationale for medication and placement. 

(c) Good practice models: Big Lottery non-cancer palliative care programme, 2003-7
· for the provision of physiotherapy, occupational therapy and speech and language therapy in care homes (link)

· for providing learning opportunities for care assiistants and other care home staff (link)

· for ‘outreach’ workers during transition from child to adult services and for people disabled due to conditions not included in chronic disease management and other programmes (link).

(d) Standards for care homes and hone care set by the Care Commission
(e) Centre for Disability Research, University of Glasgow
Examples of National Care Standards for Care Homes in Scotland that are not rigorously enforced 
Standard 6
· Staff will develop with you a personal plan that details your needs and preferences and sets out how they will be met in a way that you find acceptable.
· You will receive a copy of your personal plan to keep.

· Your personal plan is reviewed every six months, or sooner if you want it.

Standard 8

· You are able to achieve the aims you have set out in your personal plan with the help of skilled staff where this is necessary.

· You can decide how much control you want over your involvement in reviews and other meetings about your welfare.

· You have information about the choices that are available to you while you live in the home and the effect they will have on you. If you want, you can ask for an independent representative or a peer advocate or for specialist advice to help you act on your choice.

· As an individual and as a member of the group living in the home, you can take part in managing the home: e.g. daily tasks, planning activities, monitoring the quality of care.  

· The manager and staff will tell you whether there is anything you cannot take part in, and discuss the reasons with you.

Standard 9

· You are confident that any disagreement you have about the way in which your support or care is provided will be recorded in your personal plan.
Standard 10

· You have free access to any records of your personal information that are held in the home and can have recorded your disagreement of any information written about you in such records. 

Standard 11

· You can play a part in the Care Commissions inspection of your service.
· The manager will make available a copy of each inspection report about your care home so that you and your representative can look through it in your own time. 
Standard 14

· If you have been receiving community healthcare services (e.g. physiotherapy, occupational therapy) and still need them, you will continue to receive them in the home. 

· If you want, you will be able to have a full assessment to find out all your healthcare needs and the staff will make sure these needs are met. Staff will record all assessments and reviews of your healthcare needs in your personal plan. 

· If you want to, you will be able to take part in physical activities in or outside the home which help you maintain a healthy lifestyle. 

Standard 16

· Staff recognise that your sexual needs are important to you. They accept and support your right to have intimate relationships that you have consented to in the privacy of your home. 

Standard 17

· You can choose what activities you want to be involved in, both inside the home and elsewhere. You can, if you need it, get help to take part in them.

· You are supported and encouraged to use local services such as hairdressers, shops and banks.

· You have access to information about local events, facilities and activities.

The standards quoted above are verbatim extracts from the National Care Standards for care homes for people with physical and sensory impairment. The standards for care homes for older people are very similar. The full standards are published by Care Standards and Sponsorship Branch, Community Care Division, Department of Health and Community Care,
Scottish Government, St Andrews House, Edinburgh,  EH1 3DG. Tel:  0131 244 5387;          e-mail:   standardsandsponsorship@scotland.gsi.gov.uk
7.5 Self Directed Support: a National Strategy for Scotland, Consultation April - June 2010  www.scotland.gov.uk/Publications/2010/02/05133942/0
The increasing numbers of people accessing social care and the range of individual needs mean that services and supports will have to continue to become much more flexible and responsive in the future. The strategy aims to set out and drive a cultural shift around the delivery of care and support that views people as equal citizens with rights and responsibilities. It recognises that for consumers and providers alike, tighter financial pressures, and demographic changes mean that improved outcomes cannot be delivered with more of the same.

Self-directed support has a role in supporting the Government's overarching aim of growing the Scottish economy. It supports the empowerment of individuals to gain equality of opportunity and sustain their citizenship. It also contributes significantly to improving health and well-being and tackling health inequalities. The assessment process should now focus on outcomes rather than outputs, and on offering support to meet those outcomes, instead of fitting people into available services. Government policy on the provision of health care is also promoting a mutual approach that sees citizens as partners rather than recipients of care.
The strategy has been developed with the support of a National Reference Group and through extensive discussion with other stakeholders. It will be a long term strategy, spanning 10 years, and so what is provided is a framework for significant changes in the way support is provided. It is not intended as detailed guidance, which may follow as the strategy is implemented.

The key themes of the strategy are:

· Values and principles that are based on human rights and equality legislation. 

· Ownership and leadership reflecting the importance of leadership at all levels, including citizen leadership, and adoption of co-production in planning and delivering services, support and workforce training. 

· Supporting choice and control through a shift to outcomes focused assessment, review and commissioning. It recommends action to assess the role and funding of support organisations, including disability led organisations. 

· Resources: it recommends a review of the tools for assessing individual budgets to see what works best. It promotes joint work between local and national government to consider the use of non-social work budgets in providing lower level support and creating inclusive communities. 
· Measuring progress through engagement with regulatory bodies to ensure the principles of self-directed support are understood. A short term goal is to review information gathered nationally to reflect the focus on individual outcomes rather than outputs and processes. Progress should be recognised in the following ways:
(i) a better quality of life for individuals, where they can live in a way that they choose, being in control of their own life, free to do so how they wish and do this with dignity;  (ii) a radical increase in the uptake of self-directed support ( SDS), utilising the funding of individual budgets and the consequent increase in take up of DPs; and resulting in a shift in the balance of care from more traditional service provision to SDs; (iii) a sustainable SDS national network of independent support organisations, which is recognised as an authoritative source of experiential expertise and proficiency in the training and support of personal assistant employers; (iv) a proficient body of trained and experienced personal assistant employers; such training given by the SDS national network of independent support organisation; (v) a workforce of appropriately trained personal assistants, with regulated employment conditions; such training also given by the SDS national network of independent support organisations 

Following consultation, an implementation plan will be developed to identify timescales and targets for the strategy's short, medium and long term goals. The consultation seeks your views on the following proposals in particular:
· to consolidate and update existing legislation on direct payments for social care;
· to place the term self-directed support into statute, provide a statutory definition of this term and place both direct payments and individual budgets and the accompanying rights and obligations for both processes, under this framework;

· to provide the framework for SDS that would allow for its extension beyond

         social care in the future;
·    to move from an opt-in to an opt-out arrangement for the offer of  DP/SDS:

·    to remove the restriction on the use of DPs/SDS to purchase residential care,

·    to extend eligibility to carers.

The strategy sets out a ten year framework for the development of self-directed support as the main way to deliver social care, supporting the personalisation of services in Scotland. The development of self-directed support generally may lead to the evolution of a wide range of new models of care delivery, with individuals having opportunities to individually or collectively commission support through, for example, care co-operatives. 
The development of direct payments was due in no small part to the efforts of the independent living movement to have a say in their package of support so that it meets their needs and is not imposed upon them. In recent years, it has become clear that a much wider group of people can benefit from this approach. 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 Government wants to build on the achievements made to date, remove any unnecessary barriers put in place by existing legislation and provide a clear and consistent framework to allow for development in the future.

Carers can only receive direct payments when they have met one or more of the eligibility criteria set out in the legislation, for example, they have been assessed as needing community care services in their own right. The law in Scotland does not provide local authorities with a positive power to provide direct payments to carers as is the situation in England. There are also limitations on employment of personal assistants, for example local authorities have the power to permit the employment of a relative as a Personal Assistant (PA) only in exceptional circumstances. This consultation includes proposals to remove a number of these exclusions but not all of them.
The main goal of self-directed support is to empower individuals to live independently and to be supported to exercise choice and control over the support they receive. We therefore suggest that the guiding principles for new legislation should focus on:
Better outcomes for individuals: rules and processes work for the individual and their best interests. The cared for person and carers outcomes, in terms of better health and well being, should be at the centre of both the legislation and its implementation..
Choice: individuals are enabled to live independently and have the right to choose the method by which they obtain care and support and to select the method which best meets their needs.

Participation: individuals are provided with the tools with which to participate in decisions on the way that they select and obtain their care and support 

Mutuality: family carers are affirmed as partners rather than recipients of care.

Equality: people have the right to obtain a high standard of care and support regardless of the particular choices they may make and the method they choose.
Self-directed support is not referenced in statute, nor is there a clear framework setting out where direct payments fit in alongside other forms of self-directed support. The law currently places a duty on councils to carry out an assessment of an individual’s needs, and in doing so to take account of the views of the individual and where relevant, their carer. In restating the right to direct payments, new legislation could specify the range of choice as to how support is to be provided following assessment.
Although limited, there is now some experience in Scotland in providing direct payments packages that are jointly funded by the NHS and the local authority, with a few examples of packages wholly funded by the NHS but allocated and administered by social work.
The benefits of self-directed support in delivering personalisation, and better outcomes for individuals are also being recognised across a range of services in conjunction with social care. Direct payment practice in some parts of Scotland has supported individuals to bring together a number of funding streams in one bank account, to manage as an individual budget. The rules around entitlement to and accountability for these funding streams are diverse, resulting in onerous bureaucratic processes. In England, legislation that allows the piloting of individualised or personal budgets for services provided by the NHS, local authorities and Jobcentre Plus has been introduced, including provision for direct payments of these funding streams. For example, regulations for the Right to Control trailblazers allow information sharing between agencies and define rights and responsibilities on the delivery of Right to Control in pilot areas. The regulations include a framework for direct payments that mirrors that in community care legislation. Evaluation of these and other developments may provide evidence of better streamlining of assessment and accountability processes and a seamless experience for individuals directing their own support.
The proposed Bill could provide a framework that would ensure consistency in the delivery of direct payments for public funding. In doing so, it could ensure those who wish to use and those who provide direct payments are much clearer about the processes and conditions that apply to them.
