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   MSP Briefing


Scottish Government’s Vision for Health and Social Care: Briefing for the Parliamentary debate on Tuesday, 4 June 2024

Inclusion Scotland is a ‘Disabled People’s Organisation’ (DPO) – led by disabled people. Inclusion Scotland works to achieve positive changes to policy and practice, so that we disabled people are fully included throughout all Scottish society as equal citizens. We promote the requirement that disabled people must be involved in the decisions which affect us.
Our People-Led Policy Panel (PLPP) has worked with the Scottish Government and other stakeholders since 2018 to co-produce reforms to Adult Social Care Support. The main aim is to ensure that the experiences and views of supported people and their unpaid carers are at the heart of shaping policy in this area. The PLPP is made up of around 30 people with a wide range of experiences of needing/ using adult social care support from all over Scotland, with diverse backgrounds and characteristics. 
Summary
· Long before the pandemic shone a light on how our social care support system was failing disabled people, social care support has been the Cinderella to Health services despite many well-intentioned policies and visions made over the years: current calls for a Health and Social care Strategy continue to reflect this attitude. A full recognition of the interplay between social care support and health should also be recognised in this vision. 
· Disability access (in terms of physical; communications, etc.) needs to be planned to improve the experience of health care for disabled patients. And health inequality needs to be looked at for disabled people from a range of different backgrounds; e.g. access to acute health services for disabled patients in remote and rural locations. Beyond this focus on health inequality, investment in healthcare improvements may be wasted if reforms to social care support are unsuccessful in delivering positive outcomes for supported people and carers.
· We now need to be brave and put in place a new model of delivery of social care support based on human rights and not budgetary concerns, removing at once the unfair eligibility criteria that allow decisions about need and people’s entitlement to enjoyment of human rights to participate fully in their communities to be based on budgetary constraints. 
· Inclusion Scotland and the PLPP supported all the recommendations of the Feeley Independent Review of Adult Social Care (IRASC) including the creation of a National Care Service (NCS) with both national accountability and local delivery. Disabled people and unpaid carers wanted a new system with national accountability to remove the post-code lottery, bring about consistency of outcomes and allow people to move freely from one part of the country to another while retaining a care package. This now seems far from our expectations.
· Following the Verity House Agreement and the ensuing Shared Accountability Agreement for the NCS between Scottish Ministers, COSLA and NHS Scotland, we are concerned that the proposed new national accountability arrangements will not bring about consistency and human rights based approaches to delivery and accountability. 
· Unfair non residential care charges, that are a tax on disabled people, need to be removed with a clear timeline of when this will happen. 
Feeley’s Vision for Social Care Support 
1. We strongly supported the Scottish Government’s commitment to implementing the Feeley Review recommendations, including the creation of a National Care Service (NCS), but have been disappointed by the way the bill has been developed. Wwe are yet to see how co-design has influenced the development of both the bill and the delivery of a new National Care Service, and there is no evidence of improvement in the delivery of current social care support.
2. We were disappointed by the role that politics has played in diluting the original vision of a new National Care Service with new agreements on accountability between SG, COSLA and the NHS. We had hoped that through the co-design methodology that Scottish Government were so proud to be implementing, the model of an NCS sought by those with lived experience of getting or needing social care support would be the one we got. However, the needs of other stakeholders have overtaken this and agreements were brokered in private meetings so that the Scottish Government could push through a very different model of accountability within a draft bill that no longer resembles that which was tabled in 2022.
3. Evidence from our[footnoteRef:2] [footnoteRef:3] and others’[footnoteRef:4] research during the pandemic shows just how broken the existing local authority-based system is. Many people were left completely abandoned and without even the most basic human rights as their care packages were cut without warning. Some continued to be charged for their social care support while others were not. Some received funding but could not access support to spend it on.  [2:  Inclusion Scotland 2021 “We have been completely abandoned”: Experiences of social care support during the 2020 lockdown” https://inclusionscotland.org/get-informed/research]  [3:  Glasgow Disability Alliance 2020 Supercharged: A Human Catastrophe https://gda.scot/resources/supercharged-a-human-catastrophe/]  [4:  Scottish Human Rights Commission Oct 2020 COVID-19, Social Care and Human Rights: Impact Monitoring Report https://www.scottishhumanrights.com/media/2102/covid-19-social-care-monitoring-report-vfinal.pdf] 

4. We supported the centralised approach to social care support that the original bill offered. We previously urged all MSPs to set aside party politics and appreciate that a call for national accountability within this specific context is coming from people with lived experience of being consistently failed. We were disappointed that the needs of other groups of stakeholders were put ahead of the needs of the people who will access these services. We call now for MSP’s to ask that lived experience of needing/ receiving social care support is back at the centre of the aims of this reform.   
5. We need national standards, removal of budget governed eligibility criteria, participatory decision making at local and national levels, national accountability, and an independent complaints process - none of which we have under the current system. That is why people who need adult social care support want a properly resourced NCS. These are basic, fundamental rights and should never be a matter of ‘local priorities’. 
6. Neither should people have to pay just to be able to exercise those rights; social care support must be free at point of delivery. Charges for social care support are an unfair tax on disabled people and should be removed. We would like to see a clear timeline for this commitment that was made in in the lead Party’s manifesto. 
7. Equality and Human Rights should be at the heart of a NCS and we therefore support an approach that aims to Get it Right for Everyone. However, much has already been said and written about human rights, equality and social care support,[footnoteRef:5] [footnoteRef:6] with progressive priorities for reform being co-produced with disabled people and carers[footnoteRef:7], and a human rights approach to social care support specifically outlined.[footnoteRef:8] All of this should be used and not glossed over.  [5:  Independent Living in Scotland (ILiS) project at Inclusion Scotland, et al. 2016 Our Shared Ambition for the future of Social Care Support in Scotland  https://www.sdsscotland.org.uk/wp-content/uploads/2016/07/Shared-Ambition-for-social-care-final.pdf]  [6: Slasberg, C. 2021  A Paradigm to deliver the Feeley vision of a National Care Service rooted in human rights https://static1.squarespace.com/static/5f1ed7615e1e9660ddfdad20/t/60dc51f2fd031a7859046e33/1625051635068/the+paradigm+change.pdf]  [7:  https://inclusionscotland.org/disabled-people-become-a-leader/people-led-policy-panel]  [8:  https://scottishcare.org/wp-content/uploads/2021/01/What-does-a-Human-Right-to-Social-Care-Look-Like.pdf see p. 15 in particular for detail added to the PANEL approach.  ] 

From Eligibility Criteria to Access, using human rights
8. Eligibility Criteria should be abolished as they worsen people’s inequality and experience of accessing social care support when they need it. Some tests of change, such as Rethinking Public Service in Gateshead, England, have shown that moving away from efficiency-focused services to those focussed instead on efficacy gets better results for less money. 
9. We agree with Colin Slasberg[footnoteRef:9]: “In order for the NCS to succeed the following is required. [9:  Unpublished paper, 2021, ‘Blueprint for a post eligibility social care system with human rights at its heart’. ] 

· “…Government must commit to make available the resources required for all to have a ‘full life’ as soon as politically possible. It should publish plans for how it will do so every two years.
· Until and unless all the resources for all to experience a ‘full life’ are available, the Government must commit to the equitable allocation of resources. This will require;
a. Equity to be measured by the extent to which individuals are experiencing a ‘full life’.... This should be measured by the volume of assessed needs for a ‘full life’ being met and not being met. 
b. Whilst local delivery is required to ensure local communities make the best possible contribution to each having a ‘full life’, the use of local taxes to part fund social care is self-evidently incapable of being equitable. Social care must be funded 100% from general taxation[footnoteRef:10] with Government fully and transparently responsible for the extent to which older and disabled people are experiencing a ‘full life’ once professionals have identified all needs for full lives and the resources required to meet them. This will deliver the commitment of Scottish Ministers to be ‘responsible for the delivery of social care support’. [10:  We recognise that this is not in the gift of the Scottish Government.] 

· The Disabled People’s Movement’s definition of independent living [as defined in point 11] should be adopted as the stated vision for the National Care Service as envisaged by the Independent Review of Adult Social Care. It has the benefit of making transparent and consistent what is meant by a ‘full life’, and in a way that has international credibility given the United Nations Convention on human rights. 
Improvements Required Now
10. We have previously argued for the pressing need for urgent action to address already well-evidenced, well-understood, much-discussed problems with the current system, and what is already known needs to be done to address them, with a clear and public timetable for co-produced reform. While we are aware of (and some of us have been involved in) the revised Self Directed Support standards and the work of the PA programme board, practical barriers to good social care support still exist and are worsening for many supported people, and unmet need remains both with individuals who get support and those who qualify for nothing despite having need. 
11. We specifically want to see disabled people’s rights to independent living enshrined and delivered through the NCS and written into the legislation (see also point 12). Independent Living means disabled people of all ages having the same freedom, choice, dignity and control as non-disabled people. It does not mean living on your own in isolation or fending for yourself. It means having rights to practical assistance and support to participate fully in society and live an ordinary life.[footnoteRef:11] [11:  ILiS project: ‘It’s Our World Too: About Scotland’s Independent Living Movement’ https://www.lothiancil.org.uk/wp-content/uploads/2021/02/ilis-its-our-world-too-1523.pdf] 

The NCS Bill we need
12. Involvement in policy development and co-design of the NCS using a human rights based approach, were one of Feeley’s recommendations. So far, we have noted dissatisfaction with the Lived Experience Expert Panel as one of our member organisations state that for its individual members the LEEP has been inaccessible.
13. We are aware that the Scottish Government has been drafting amendments NCS Bill principles, based on what it has heard from different stakeholders and through co-design. Disabled People’s Organisations that are involved in the Expert Legislative Advisory Group have come up with draft principles that we think get to the heart of how the National Care Service should be delivered. These are:
1.  Promote, protect and ensure human rights of those using the National Care Service,
2. Enable and support independent living, including choice and control, in relation to support and living arrangements
3. Involve and value those with lived experience, including supported people and unpaid carers, in decisions affecting them: recognise that they are experts of their own needs and how these are best met
4. A universal and indivisible culture within the NCS at all levels and amidst all its organisation, people, services and provisions, to ensure it Gets It Right for Everyone
5. Support supported people and unpaid carers to identify barriers to participation in decision making and take reasonable steps to remove these: recognise and realise the right to supported decision making.
6. Maximise confidence and capacity of people using NCS so that they are able to play an active role in their care and decisions which affect tyhem
7. Codesign policies, services and decisions with DPOs and Carers organisations, as well as individual supported people and unpaid carers.
8. Have equity of outcomes for the people directly affected at the heart of service delivery.
The value of good social care support
16. Ensuring equality of access to social care support and removing the barriers will also mean the wider economy will benefit as more disabled people will be enabled to contribute to society, and, with removal of charges, can move out of poverty. The social value of investment in good social care support is undeniable; it will also have an impact on mental and physical wellbeing and lower the potential cost of health interventions. This investment should be at the heart of the Scottish Government’s aims for not just meeting equality and human rights, but an economic recovery and a well-being economy.  

For further information, please contact: 
Dr Pauline Nolan, Head of Policy and Engagement
E-mail: pauline@inclusionscotland.org
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