PLPP Consultation on the National Care Service Bill stage 2 draft amendments

1.  What is your view of the proposed National Care Service strategy (see proposed new sections 1A to 1E)?
Strongly support 
Tend to support 
Partly support and partly oppose 
Tend to oppose
Strongly oppose 
Undecided / no opinion
Please use the text box below to expand on your answer:
Inclusion Scotland and the People-led Policy Panel (PLPP) have been asked to answer this question without seeing an actual strategy and therefore this makes this question quite hard to answer. There are also no questions regarding the principles. We don’t oppose the provision of a strategy, but we have questions that need to be addressed. Inclusion Scotland strongly believe that the National Care Service Principles should be co-designed with people with lived experience including throughout its delivery. 
We feel that Human Rights have not been sufficiently embedded in the bill in the principles. We recommend that the NCS Bill should include the right to Independent Living as described in Article 19 of the UN Convention on Rights of Disabled People (UNCRPD). The UN Committee heard the views of disabled people and their organisations around the world and clarified this right within its General Comment 5. “Independent Living means all disabled people having the same freedom, dignity, choice, and control as other citizens at home, at work and in the community. It does not mean living by yourself or fending for yourself. It means rights to practical assistance and support to participate in society and live an ordinary life”. All disabled people have this right through article 19 of the CRPD (UN 2017).  Furthermore, the Scottish Government, CoSLA and NHS Scotland all signed up to shared vision and definition of Independent Living in 2013. Inclusion Scotland believes that the Bill needs to define “Independent Living” as a central right to the experience of social care support.
There were concerns about how the first strategy will get written without co-production. PLPP members suggested that the strategy should be reviewed every 2-3 years, especially at the beginning of the National Care Service. The NCS Boards should be able to change strategy if they see something is not working. One PLPP member spoke about how the NCS strategy should publish how the NCS Board intends to deal with challenges and resolve them on an ongoing basis. This should be transparent and accessible.
Section 1a states that the NCS will “have particular regard to the importance for eliciting the views” of people who the national care service provides. The PLPP thought it does not sound like meaningful involvement and engagement with people with lived experience. Disabled people have often been consulted after all the work has been done. Disabled people often feel like accessing their views is a tick-box exercise. There needs to be genuine co-production with people with lived experience.
The NCS board should engage with Disabled People’s Organisations (DPOs). These are organisations that have at least 50% of disabled people on their governance structures. Disabled people know best about the issues they face and solutions to solve them: “Nothing about us, without us”. They should work with lived experience groups like the PLPP and Glasgow Disability Alliance’s social care expert group. 

2. What is your view of the proposal to create a National Care Service Board, and the provisions about the role and functions of the Board (see in particular new Chapter 1B of Part 1, and new schedule 2C)?
 Strongly support /Tend to support /Partly support and partly oppose /Tend to oppose /Strongly oppose/ Undecided / no opinion
Please use the text box below to expand on your answer
The PLPP stressed the importance of the National Care Service Board (NCS Board) “having the authority to do what it needs to do”. The Board needs to have teeth and be accountable. 
Inclusion Scotland propose that support for people with lived experience to be accessibly involved in local and NCS Boards needs to be written into the bill. A guarantee that people with lived experience (PWLE) will be supported according to their need (communications, accessible information etc) needs to be included in the new section 1B of the bill. In other words, set out how they will be involved. The detail of how that’s done should be co-designed and included in the guidance. We would like to see the same commitment to ensuring people with lived experience are accessibly involved in local boards written into the legislation as well. There also needs to be resources attached to the decision-making structures to ensure disabled people can equitably be involved in the process. PWLE may require training and support to engage fully. Anything less is not meaningful involvement. A PLPP member said, “being disabled should not prevent anyone from being on a board. We need to facilitate and support to take part of these boards.”
One PLPP member said, “co-production and Co-design involvement needs to have a definite statutory requirement. Once the Bill becomes law, we need assurances that any secondary legislation such as an SSI (Scottish Statutory Instrument) must involve [co-design by] PWLE.” It needs to be ‘must’ not ‘may’ to ensure accountability.
The PLPP are concerned that representation on the National Care Service Board may be a single person with lived experience. They cannot represent every person with lived experience or every area in Scotland. What works in cities does not in remote or rural areas. One PLPP member said that: “One Person with Lived Experience on Boards is a token and not a serious attempt at involving us in governance.” 
Schedule 2C sets out the proposed board composition. Most of those  identified to be included on the board are professionals. Their interests may differ from the needs of people who have experience of these services, and they hold greater power. While everyone will have voting rights, we need to consider the weighting of votes. If it is 1 person,1 vote, there would need equal representation of PWLE so that they are not outnumbered by council and health board representatives.The NCS board needs to set out how we can deal with unequal power dynamics and provide support for PWLE to be involved in the NCS board.
Inclusion Scotland have been a member of Expert Leadership Advisory Group (ELAG). We felt that most people in that group were professionals from different interest groups (workforce, local integration authorities, etc.). Representatives of disabled people’s organisations like Inclusion Scotland felt outnumbered by the other professionals. Most of them did not have disabled people’s rights or outcomes in mind. Some may have had vested interest in maintaining the status quo.

Creation of local boards and removal of other integration models
Top of Form
3. What is your view of the proposal to establish National Care Service local boards and to remove other integration models (see in particular Chapter 1A of Part 1, and new schedules 2A and 2B)?
 Strongly support/ Tend to support /Partly support and partly oppose /Tend to oppose /Strongly oppose /Undecided / no opinion
Please use the text box below to expand on your answer
Inclusion Scotland and the PLPP remain very disappointed in the Verity House Agreement and resultant Shared Accountability Agreement that has meant that social care support delivery and decision making are to stay with Local Authorities. This decision was taken behind closed doors. For many PWLE this is antithetical to the approach of co-designing the NCS. We wanted a national approach to ensure consistency across Scotland and to end the postcode lottery. The postcode lottery refers to the lack of consistency in social care support in different areas, meaning that if a supported person wishes to move to a different part of Scotland, they may have their package cut due to different systems of eligibility and resource allocation. 
Research by Inclusion Scotland and the Scottish Human Rights Commission illustrated that there is no meaningful way to hold Local authorities to account. LAs have had years to demonstrate they can deliver good social care support but they have unequivocally failed. 
There is concern that if LAs remain in charge of delivery, this “reverts it back to the status quo”, which some members consider to be a continuation of the ‘poor law’ approach to welfare deeming some as deserving of support and others as undeserving, rather than meeting need through a human rights approach. With local authorities remaining in charge of delivery, supported people do not believe things will change. Many PLPP members have had bad experiences with LAs not meeting their needs and felt “nothing happens unless they [Local Authorities] are forced”. Reforming local services is about reshaping existing services that don’t work. We need wholesale reform of the system. There are concerns that the reforms proposed, including the Board, do not go far enough and will not help people to live full lives as part of society.
The Bill did not set out what the membership of the NCS local boards would look like. The NCS board has provision to ensure involvement of people with lived experience and the workforce, should apply to the Local Boards. We want assurances that PWLE will be supported in their roles and that professionals have good training to ensure that power/influence is shared equitably. One PLPP member spoke of their IJB being an oppositional environment in which PWLE may find it “difficult to affect any impact on the decision-making”. They often cannot compete with influence and number of professionals. 
Some members felt that this seems like a matter of semantics, rather than real change. How is the board going to be any different than the Integration Joint Boards? We heard that the lead agency model in Highland has not worked for some time. Integration does need to be improved but it needs to happen with supported people’s outcomes and rights as its purpose. It should not be reform for reform’s sake or simply focussed on structure.



Bottom of Form
Monitoring and improvement and commissioning
Top of Form
4. What is your view of the proposed new provisions on monitoring and improvement (see new sections 12K and 12L) and on commissioning (see new section 12M)?
Monitoring and improvement
 Strongly support /Tend to support /Partly support and partly oppose /Tend to oppose/ Strongly oppose / Undecided / no opinion
Please use the text box below to expand on your answer
The PLPP felt they needed more information to answer this question fully.   “For people that don’t work in that industry, they need to explain how it’s monitored now and what is the proposal to do it differently to give a good understanding” (PLPP member).
Inclusion Scotland and the PLPP would like more information on how they intend to identify issues and priorities for improvement. They would need to define what is considered improvement. Supported people may have different opinions of what an improved service is compared to people delivering services. We were pleased to see a commitment to creating a baseline for improvement but we require more information on how the board intends to do that. How will the board gather/analyse the data to make informed decisions, identify areas for improvement? PWLE are best placed to identify problems. If you send in people with lived experience, they can pick up things that professionals may have overlooked.
The PLPP felt that you cannot monitor improvement without good data on services. The board will need access to information and data from different areas (national and local). To accomplish this, it will need a lot of resources to get that data. Local Authorities don’t record unmet need so we don’t have the full picture of support that is needed. “They don’t record unmet need so they can say they meet the needs they have assessed”. There should be mandatory reporting of unmet need to support local and national decision making and this should take a human rights based approach.
A University of Glasgow study (Zarkou and Brunner, 2023) notes that there is no standard definition of unmet need of social care support and that this creates risk of inconsistent and inaccurate recordings of unmet need. “For the NCS to tackle inequality requires nationwide aggregation and analysis of unmet care needs”. The NCS Board needs to consider how informal care provision is used to quantify as needs being met versus being a substitute for gaps in professional care.
The current model of social care support delivery focusses on the  available budget using a system of eligibility criteria which is currently set at “critical need” in most areas. LAs do not record when people’s needs fail to be met. This system does not help with future planning. The Independent Review of Adult Social Care (IRASC) recommended that any unmet need must be recorded and this information should inform the way services are designed and delivered in the future” (IRASC 2021). 
Inclusion Scotland recommend that data on unmet need must be collected to inform strategic planning with PWLE and unpaid carers. This should be done at a national and local level, but crucially, where an individual or family has unmet need, this should be recorded with plans as to when meeting these needs will be reviewed and progressively met (see also, Elder-Woodward, 2023, Right to Needs Satisfaction). 

Commissioning
 Strongly support / Tend to support / Partly support and partly oppose / Tend to oppose / Strongly oppose / Undecided / no opinion
Please use the text box below to expand on your answer
The PLPP thought that supported people and carers should be involved in commissioning, so we get the right services.  Services are often “not right for the people accessing them.”  Supported people know better than anyone else what they need. If people with lived experience were involved in commissioning services, services will be more likely to get it right the first time. This would avoid expensive retro fitting. They suggested that any commissioned services should be reviewed every 6 months to a year to make sure they are delivering what they say they are; that it matches what supported people get. 
Inclusion Scotland would like to see a focus on ethical commissioning in adult social care support and in the NCS bill. We agreed with the recommendations of the Independent Review of Adult Social Care (IRASC) regarding commissioning and procurement. The IRASC said, “we want to see an end to this emphasis on price and competition and to see the establishment of a more collaborative, participative and ethical commissioning framework for adult social care services and supports, squarely focused on achieving better outcomes for people using these services.”
The CCPS suggests we move way from process led, system focussed commissioning to outcomes based commissioning. CCPS believe that that focus on outcomes will lead to “systemic structural changes”. We agree with CCPS that there needs to be fundamental changes to procurement approaches. We need to move way from price based competitive tendering. “If authorities insist on competitive tendering as a way of putting care & support services in place, then there should certainly be clear standards that they should follow and for which they should be held to account.”
“Commissioning for outcomes connects the outcomes in each stage: collating individual outcomes to inform strategic commissioning plans and ensuring strategic outcomes are supported by commissioned services.” This also links to ensuring there are national, local and individual records of unmet need. 
CCPS also say that outcome-based commissioning should include: Person-centred, full involvement of people with lived experience, human rights based approach, high quality care, fair working practices, financial transparency and shared accountability.
CCPS suggests that providers are calling for proper partnership, community-level co-production and innovative thinking to address unprecedented service challenges. The tendering process is expensive and bureaucratic, resources could be better spent supporting people. In order to make ethical commissioning and procurement meaningful you need to commit to upholding people’s rights.
We believe that the bill must go further with obligation to co-produce strategic plans and ethical commissioning with supported people and their carers/ supporters.


National Chief Social Work Adviser and the National Social Work Agency
Top of Form
5. What is your view of the proposed new provisions to designate a National Chief Social Work Adviser and for the creation of a National Social Work Agency (see new section 26A)?
 Strongly support / Tend to support / Partly support and partly oppose / Tend to oppose / Strongly oppose / Undecided / no opinion
Please use the text box below to expand on your answer
The PLPP thought that the National Chief Social Work Adviser is a good idea. However, they need more detail to give a meaningful answer. What authority will this person have? They need to be independent of decision makers and have the best interests of supported people in mind. The PLPP agreed with the idea of the National Social Work Agency (NWSA). National standards for social work as part of the NSWA is “excellent idea”. We stress the importance of national standards being enforceable by NWSA. Otherwise, there are just guidelines that can be ignored.
The system we have now allows for a lot of variation in how social workers interpret legislation leading to inconsistences in social care support. The PLPP also raised the issue of training of social workers. “As previously stated, the range in social worker training and interpretation of legislation varies enormously which is detrimental to so many. This would help deal with that by standardised, up to date, compulsory training that is regularly updated.”
We were pleased to see that the NWSA would oversee social work education and training. We think that the NSWA should look at compulsory training for social workers. There needs to be a focus on prevention in social work rather than responding to a crisis; and more training on Self Directed Support which many inexperienced social workers are ill prepared for working on. Training should take an equalities and intersectional approach. There may be cultural differences that social workers need to respect. A PLPP member had to stop getting social care support because they would not accommodate her needs as an Asian person.
PLPP members thought that the NSWA should have an advisory body of disabled people. It needs to be statutory and equal authority must be given to the body to achieve parity.
The NSWA needs to consider how regional issues will be taken into account equally. It will need a structure while we have centralised decision making; rural and island needs, for example, need equal consideration, understanding the different challenges in each area. Funding and access considerations, for example, transport, is more challenging in different regions.
The PLPP wanted to know how it would work with other regulatory bodies like the Care Inspectorate and Scottish Social Services Council. There is some concern over the duplication of work.

Bottom of Form

6.What is your view of the proposed amendments to the Public Bodies (Joint Working) (Scotland) Act 2014, as set out in the marked up version of the Act?
 Strongly support/ Tend to support / Partly support and partly oppose /Tend to oppose / Strongly oppose / Undecided / no opinion
Please use the text box below to expand on your answer.
Inclusion Scotland does not see any problem with the amendments in this bill. We question whether it will make any difference. It is a structural change and a name change and while we would hope that reform for improvements in integration would also improve the experience of supported people, this has never really been a priority and we have some concerns it will continue to not be. 


Areas of further work
The Minister’s covering letter states:
“There remain a small number of areas where further work is needed to confirm which legislative approach would best deliver the intended changes and strengthen their future practical implementation. Those areas are:
· “Direct funding
· “Inclusion of children’s services
· “Inclusion of Justice Social Work
· “Anne’s Law 
“The intention of this approach is to free up COSLA and local government colleagues from further negotiation on these issues and allow them to focus specifically on the mission to reduce Delayed Discharges in the coming weeks and months.”
Top of Form
7. What is your view of the Scottish Government’s proposed approach to addressing the areas of further work outlined in the Minister’s covering letter?
Direct funding
 Strongly support Tend to support Partly support and partly oppose Tend to oppose Strongly oppose Undecided / no opinion
Inclusion of children's services
 Strongly support Tend to support Partly support and partly oppose Tend to oppose Strongly oppose Undecided / no opinion
Inclusion of Justice Social Work
 Strongly support Tend to support Partly support and partly oppose Tend to oppose Strongly oppose Undecided / no opinion
Anne's Law
Anne’s Law is a piece of planned Scottish legislation which is intended to strengthen the rights of people living in adult and older people’s care homes to see and spend time with the people who are important to them, even in the event of an outbreak of infectious disease.
 Strongly support Tend to support Partly support and partly oppose Tend to oppose Strongly oppose Undecided / no opinion
Please use the text box below to expand on your answer referring to the specific areas of further work that you are commenting on: 
The PLPP did not feel there was sufficient information to come to consensus on direct funding.
The PLPP are generally supportive of the inclusion of children services and justice social work. A National Care Service should have holistic approach and cover all areas that people can receive social care support. Many PLPP members can see the potential benefits of widening the scope of a NCS to include other related services. They agreed that Children’s services should be included. This was to avoid poor transitions and support dropping off as teenagers turn 18. People said it could help with transitions, that there is currently no continuity between children’s and adult services, and it would help if they were all “under one roof”. 

By widening the scope to include children’s services, it would mean that services will be more joined up. But there was some concern that including other services would lead to the “dilution of available funds”. There were also concerns that money/resources could be put towards resourcing the needs of those to whom the authorities have a ‘duty’ of care (as with children and prisoners), rather than those to whom authorities merely have the ‘power’ to meet need (as with adults and older people with support needs).“I fear of lack of parity. If it provides all care services, there is a danger that a person with a clinical need may get care in front of a disabled person with social care needs. What is seen as essential? Are we not going to end up with different professions fighting over same budget?” 
There needs to be more consultation with PWLE of justice social work. However, statistics show that many people who encounter the justice system or justice social work are disabled people, often people with mental health issues and/or learning disabilities, and the root cause of their interaction can be because of a lack of social care support.  “Yes, people in justice system often have undiagnosed mental health issues. I know someone who ended up in prison really due to social work not providing the support he needed– inclusion would help ensure a more comprehensive support for everyone”. 
We are generally supportive of the principles behind Anne Law, but some members have questioned why it is included in this Bill. “Why should a framework Bill highlight the particular right of one group of people and not others?“ 
The original campaigners behind Anne’s law suggest it is now unrecognisable and needs amended. Care Home Relatives Scotland said that “Section 40 gives Ministers rights - it does not give any rights at all to care home residents or their closest relatives/care partners”(healthandcare.scot,12 September 2024).
Within the context of work in the Expert Legislative Advisory group we have also highlighted that proposed amendments to Anne’s Law mean that in certain circumstances (such as another pandemic), a minister may issue an edict to require no visitors to care homes. This would negate the very intention of Anne’s Law. Therefore, we believe that this should be uncoupled from the Bill to rectify any problems.


8. What is your view of the initial draft of the National Care Service Charter?
 Strongly support Tend to support Partly support and partly oppose Tend to oppose Strongly oppose Undecided / no opinion
Please use the text box below to expand on your answer
The PLPP strongly believe that there shouldn’t be responsibilities in the charter for supported people and carers. “My expectations are that a charter tells me about my rights and what I should expect from the government”. The PLPP thought that the Charter should include examples of what the rights look like in practice so that people understand what they mean and how they may apply to them.
The language throughout the draft Charter requires further consideration. “As well as your legal rights, you can also reasonably expect that the NCS will deliver everything set out in this charter, even if the law doesn’t say we have to.” This suggests that it not legally binding or enforceable and that it will not lead to accountability. Inclusion Scotland asked for a robust Charter and accountability which can be challenged in court. Detail on consequences for duty bearers (in regulation) if not working to the Charter Principles. Detailed routes/ options for legal redress/ compensation/ satisfaction or guarantees of non-repetition in the Charter, if not upheld; fair investigations into allegations of discrimination/ misconduct/ mistreatment.   
The PLPP had been involved in co-design of the Charter and raised questions about who was involved in the consultation. We feel that by involving people who deliver services, it has become muddied. Some members felt that the draft charter appears to be about protecting workers and their reputation, rather than realising rights for people accessing support. We feel that charter could use definitions on words like dignity, so it is less open to interpretation.
We strongly disagree with the section about Supported Decision Making.  The draft charter says that Support Decision Making can come from someone who is a guardian or has power of attorney (POA). When disabled people have decisions made for them by a guardian or POA, this is called substitute decision making.  Article 12 of the UNCRPD (2006) explicitly recognises the right of all Disabled people to hold and exercise legal capacity on an equal basis with others, i.e., regardless of the type or extent of disability or impairment. We recommend People First Scotland’s Framework for Supported Decision Making (2017). It is only with Supported Decision-Making in place that people with a learning disability can be fully in control of their own support and life. Guardianship (as introduced in the Adults with Incapacity Act 2000) ensures that disabled people lose this right and it is handed to someone else. Currently, it is also being used in ways that are not legal – we heard of people being told to get guardianship for their family member to be assessed for Self Directed Support. Guardianship and Power of Attorney are currently being reviewed in another consultation following the Mental Health Law Review and the Charter will be subject to that legislative background. 



9. Do you have any other comments on the Scottish Government’s proposed draft Stage 2 amendments to the National Care Service Bill?
Please use this text box to provide your answer

Definitions
The policy memorandum states that “Stage 2 amendments would require the National Care Service Board to ensure that people with lived experience of accessing or working in NCS services or of being an unpaid carer are meaningfully involved in decision making.” Neither the policy memorandum nor the bill defines what Person with Lived Experience means. Inclusion Scotland believes the definition of Person with Lived Experience should be restricted to supported people or those who need support and their unpaid carers and should not include people who have professional experience of working in the sector. 

Recommendations for National Care Service Board (Continuation of question 2)

The PLPP agreed with the idea of having an independent chair who has no vested interests. “Someone to steer it who doesn’t get anything out of being there e.g. not a stakeholder”.  The PLPP thought that “the Board should consist of nominated members from Inclusion Scotland and other disabled people’s organisations. There should be an advisory group of PWLE who should feed into the Board”. It is recommended that the Board have an advisory group or subcommittee like Scottish Independent Living Coalition (SILC). No one individual can represent the vast range of people receiving social care support. A group like SILC represents the Independent Living Movement and can draw from the groups combined knowledge. There was some concern that allowing the Boards to expand membership “could dilute the impact of PWLE even further.”


Local Care Boards (Continuation of question 3)
A PLPP member said: “If the Scottish Government wishes the involvement of lived experience of service delivery to work, then much greater attention needs to be given to empowering the status of the person with lived experience of service.”
The PLPP were concerned that the new Local Care Board would not be  enough to change the attitudes of the IJB members. A PLPP member said that “It will be hard for many of the present members to change their attitude towards those they serve from the ‘object of care’ to the ‘subject of care’.”  This requires cultural change.

Charter (continuation of question 8)
We believe that the section on supported decision making needs to be changed. A Guardian or Power of Attorney making a decision on someone’s behalf is not supported decision making.
In supported decision making, the person with learning disability is at the centre of their own decision making: 
·  support is made available to enable the person to make decisions 
·  support is tailored to the person and their situation. It will vary in type and intensity depending on the type of decision 
· supporters enable the person to exercise choice and control based on the person’s will and preference (not perceived best interests) 
· In supported decision making, a person’s legal capacity is not questioned because it is a right that cannot be removed. 
Supported Decision Making is a system that does not require the removal of legal capacity. The UN Committee on the Rights of Disabled People’s General Comment 1 on UNCRPD Article 12 confirms that substitute decision making is incompatible with the human rights and practices that deny legal capacity and should be abolished.

Accessibility of Consultation
We found that this consultation process has not been very accessible, and this will limit meaningful involvement. The bill was not presented in an accessible way. The amendments and consultation questions were not available in Easy Read. This means that groups of people such as people with learning disabilities would not be able to engage with the consultation without a lot of work from the organisations and individuals supporting them. The parliament has a statutory and human rights duty to ensure information about changes is available in accessible formats, particularly when those changes concern people who need information in those formats. The initial deadline for this consultation was very short so we were relieved that this was extended.
The consultation questions are vague and do not include much detail. We feel that there is not enough information in some of these questions to give a meaningful response without doing your own research. As there were a lot of questions and information to already convey and turn into Easy Read, Inclusion Scotland did not have time or enough resource to source background explainers. Supported people may be at a disadvantage when answering these questions as they may not have a full understanding of how things work now, or the bill as amended.

Verity House Agreement and Shared Accountability
We were surprised that there were no questions about the agreement and it was not mentioned in the bill. The PLPP have questioned how effective the influence of the board would be considering the Shared Accountability agreement. Can NHS or CoSLA veto anything that the NCS board does?


Involvement of People with Lived Experience (PWLE)
While we support some of the stated intentions of the bill,the current bill as redrafted leaves a lot to be desired and it requires a commitment to including people with lived experience in all aspects of the National Care Service (NCS). The lack of clarity and ambiguous language regarding involvement has concerned PLPP members and Inclusion Scotland members alike. We strongly believe that for the NCS to work, lived experience needs to be embedded into NCS co-design at all levels of governance including care board strategies, ethical commissioning and planning. We agree with EHRC and SHRC that there should be a statutory duty to co-produce the NCS with people with lived experience. It is important this commitment is written into the legislation so it is an ongoing commitment. The bill must ensure capacity building is included in governance with groups of supported people as well as for those who are not so they understand power dynamics and how to cede some of their power to genuinely share it. This must include identifying what capacity building all members need in an ongoing way. There must be a commitment to peer support and accessibility of all training.

Lack of resemblance to original idea
The NCS was a key recommendation of Derek Feeley’s Independent Review of Adult Social Care. Scottish Ministers would be accountable for a NCS to improve consistency, quality and equity for people who receive social support In Scotland, as well improvements to terms of conditions, training and development of the workforce.  PWLE should be at the heart of the NCS. Inclusion Scotland was a strong supporter of a National Care Service suggested by IRASC. However, this bill no longer resembles what was recommended by IRASC.

Human Rights Central to the bill
One of the key things that Inclusion Scotland believes is missing is Human Rights embedded into the NCS bill. While the bill refers to Human rights in the principles they are not mentioned in the rest of the bill. It may need to be made clearer that the principles apply to the rest of the bill in whole We need to be able to have our rights upheld and have routes to redress.  Human rights need to be in line with the rights in United Nations Conventions. For example, the right to self-determination. 
We recommended taking a Human Rights Based approach to the NCS Bill. A Human Rights Based Approach is “about ensuring that both the standards and the principles of human rights are integrated into policymaking as well as the day to day running of organisations” (SHRC). Ensuring human rights are an important part of the way decisions get made. This is done against the PANEL principles (Participation, Accountability, Non-discrimination and Equality, Empowerment and Legality). While disabled people and our movement have long advocated the PANEL approach, we are considering working towards our own set of human rights-based approaches which includes but goes wider than the PANEL approach to recognise how current power structures and their reproduction of inequality prevent the proper progression of human rights.

Missing from the bill
Inclusion Scotland have identified that important parts of social care support are missing from this Bill. The Bill does not mention Self-Directed Support or the 2013 Act that legislated for it to be the sole way Social Care Support was to be delivered in Scotland. We feel this is a major oversight and are concerned what this means for how support is delivered. While we understand that the Scottish Government wants to refrain from making too many amendments to other legislation, it seems an oversight to not ensure that the National Care Service is a way of ensuring ministerial accountability and consistency of quality and human rights in the delivery of Self Direct Support and community health services. 
The Bill does not mention eligibility criteria or how people who need support can access it; we want eligibility criteria to be abolished and replaced by a fair system of access based on human rights, need and not on available resource. Eligibility is the cut off local authorities use to allow - and mainly prevent - disabled people access to social care support.  Currently, most local authorities are only providing support to people if their social support needs are critical or substantial. We agree with IRASC recommendation that eligibility criteria needs to removed (and reformed). People should have not to wait until they are in crisis to receive support. Each local authority defines critical need differently and this process is not transparent. One PLPP member spoke about how local authorities can change the eligibility criteria “without due process”. We need to know the mechanism they use to decide if something is affordable? Transparency on how they make those decisions is very important to PWLE. 
“Local authorities have so much discretion at moment that it allows unmet needs to continue to be unmet or cuts (unjustly) to be made without any accountability”. PLPP members talked about how often decisions about their needs often comes back to money.
We recommend that there should be national availability, not eligibility, based on needs and rights not budget. It should be called Access and focus on what people need to lead a full life. Accessing support is a human right and the NCS Bill should be about helping people to realise their rights.
We would like to see the right for anyone using the NCS to Independent Advocacy written into legislation. Currently, only people who have mental health conditions or Learning Disabilities have a right to independent advocacy under the Mental Health (Care and Treatment) (Scotland) Act 2003, or disabled people accessing social security, whereas we know that different types of independent advocacy make a huge different to people accessing social care support.
We believe that the Bill (not just the Charter) should include definitions of different types of independent advocacy. Independent, peer and collective advocacy must be equipped and funded to ensure consistency in coverage across the country for support for assessment, decision making and understanding information.

The definition of an Independent Advocacy Organisation, as defined by the Scottish Independent Advocacy Alliance SIAA:
[bookmark: _Hlk86393154]An independent advocacy organisation only provides independent advocacy. All the activities it undertakes are about providing, promoting, supporting and defending independent advocacy. Independence means that it does not provide any other services and is structurally, financially, and psychologically separate from other organisations and interests.”
PLPP members believe that funding should be independent of the local authority or provider. They believe funding should come from the Scottish Government or possibly the NCS board. Inclusion Scotland believes people should have access to independent advocacy throughout their journey in the social care support system.
We believe there should be a right to supported decision-making and there should be duty to provide it. We need to look the ways in which guardianship denies people with a learning disability their human rights.
We would like to ask for a Right to need satisfaction to be embedded into the bill. This idea was written by Dr Jim Elder-Woodward (2023) regarding the NCS bill and builds on an idea by Doyal and Gough (1991). It will give people more rights to have their needs met under a new National Care Service. The R2NS is a ‘procedural right’.  It does not mean that their needs will be automatically. It will mean that during their participation within the decision-making, processing and monitoring of social care support people’s expression of need and their active agency will be recognised and facilitated.

The R2NS will have seven Freedoms, each underpinning the person’s freedom of expression and agency:

a. Freedom to benefit from fully accessible information, interpreted to the person’s situation
b. Freedom to benefit from independent pre-assessment (peer) advocacy
c. Freedom to be accompanied, if requested, by an independent (peer) advocate during the assessment period, and at reviews, etc.
d. Freedom to produce one’s own self-assessment¸ with assistance from an independent (peer) advocate, if requested.
e.  Freedom of having equal status within the decision-making process of resource allocation, service provision, procedures, etc.
f. The Freedom to turn to a binding independent appeals process
g. And finally, a duty should be placed upon the assessing body to register any ‘unmet needs’.  Disabled People’s Organisations, alongside Carers Groups and other stakeholders should have the Freedom, alongside budget holders, to review the register of ‘unmet need’.












Bottom of Form

Bottom of Form




