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NATIONAL SELF-DIRECTED SUPPORT COLLABORATION
NOTE OF MEETING – 7TH FEBRUARY 2024

In attendance by video conference:
	Donald Macleod (SDS Scotland) (chair)
	Alastair Minty (In Control Scotland)
	Ali Upton (Scottish Social Services Council)

	Anne-Marie Monaghan (Community Brokerage Scotland)
	Ashley Drennan (Inspiring Scotland)
	Jill Fraser (Inspiring Scotland)

	Kaye Robertson (Community Brokerage Scotland)
	James Carle (Scottish Care)
	Brett Rogers (In Control Scotland)

	Des McCart (Healthcare Improvement Scotland)
	Elspeth Critchley (Encompass Borders)
	Karen Procek (Partners In Policymaking)

	Gaby Nolan (Lothian Centre for Inclusive Living)
	Gary Colquhoun (Scottish Government)
	Becs Barker (Community Contacts)

	Joanne McGee (Glasgow Centre for Inclusive Living)
	Joanne Finlay (Scottish Government)
	Mark Han-Johnston (SDS Scotland)

	Leila Talmadge (Autistic Knowledge Development)
	Lewis Shaw (Scottish Sensory Hub)
	Morag Duncan (Dundee Carers Centre)

	Jaynie Mitchell (Coalition Of Carers In Scotland)
	Rob Gowans (The Alliance)
	Pauline Lunn (In Control Scotland)

	Carla Bennett (Voice Of Carers Across Lothian)
	Laura Hill (Voice Of Carers Across Lothian)
	Lyn Pornaro (Disability Equality Scotland)

	Olivia Mann (Coalition of Care and Support Providers in Scotland)
	Pauline Nolan (Inclusion Scotland)
	Robert White (Independent Living Fun Scotland)

	Sharon McLeod (Ayrshire Independent Living Network)
	Violet Keenan (SDS Forth Valley)
	Toria Fraser (Scottish Government)

	Margaret Petherbridge (SDS practice network)
	Sheila Hanney (Key Community Supports)
	Jane Kellock (Social Work Scotland)

	Donna Murray (Social Work Scotland)
	Laura Finnan Cowan (Social Work Scotland)
	Calum Carlyle (Social Work Scotland) (minutes)






	Welcome and Matters Arising
	Actions 

	
DMd welcomed the group. 
Apologies were noted from: Susan Kelso, Megan O’Hara-Knight, Iain Ramsay, Lucy Devlin, Martin Kettle, Edward Inglis, Les Watson, 

The previous meeting minutes were approved by assent (with the incorrect date in the heading being amended). 

Matters Arising – 
A short life working group has been set up to form a statement of intent for the national SDS collaboration. The group has looked at the terms of reference, which are mainly operational. The original intention of the group was to co-produce the SDS implementation plan, and since then the group has focused on evaluation and monitoring, and now needs to consider how to best use the influence that this collaboration represents. 
The intention is to break out into discussion groups in the March meeting of the national SDS collaboration, to discuss this, and to ensure that the group makes best use of the time of members. 
In terms of membership, it has been felt that care providers are under-represented in the national SDS collaboration, so PL has identified some potential representatives that can be contacted through Partners in Policymaking. 

	





	Disability Equality Scotland (Lyn Pornaro)
	Actions 

	
LP gave a presentation to give an overview of Disability Equality Scotland and how their work connects with Self-directed Support. 


 (double click to access these slides)

Comments and questions:
DMd – Can you speak about the role and remit of the Immediate Priorities Plan? 
LP – This is a document which has been developed in collaboration with other organisations to try to make a difference for disabled people in the short term, which it is hoped will be available by April, however this is not guaranteed at this stage. 

AMM – It’s disappointing that we don’t yet have the Disability Equality Strategy. Regarding your interaction with the railways, can you please speak more about the work you are doing and the impact you are making to improve the experience of travelling by rail for disabled people?
LP – The work is a two-prong approach. Scotland’s railways have four pillars, about getting to the station, getting around the station, getting on and off the train, and then getting out of the station. We challenge Network Rail all the time, with one example being to consider more than just access. An example is thinking about accessibility for signage, not just access. Another concern is that even if Scotland’s railways are made fully accessible, this needs to be done in conjunction with England and Wales, in order for people to travel to those locations by rail. The work we do is to try to make staff understand what the real challenges facing disabled people is. We are now starting to see individual conversations happening with Scotrail about how we can make things accessible, rather than formerly when feedback was about why it couldn’t be done. Transport Scotland have a theme to do with accessibility on railways, but we are pushing for them to consider the whole experience, including accessibility of stations, of toilets onboard, and whether trains stop at every station. 

JMl – Is data available on disabled people who are also unpaid carers? We know there are a lot of them, but we are keen to learn about the added impact on that group. 
LP – We could do some specific research with groups we are connected to. This is something we could work with you on. 
BB - Would one of the charities for older people be able to help? If you imagine that most disabled people are older adults, it is most likely that a spouse of partner may also be living with disability. I wonder if one of these large charities have such information?
MP – this is something that could be asked on the Carers’ network. 
JK - Important to keep young carers in our thinking. The impact on sibling carers for example is significant. 
CB – We do have some data on carers who also have a disability, so we can get in touch with you. 

MHJ - I wonder if any of your members make use of Participation Requests to get people 'around the table' to address identified local issues?
LP – Yes, however we are often asked to pull together groups for work which is not funded, and we are aware of the level of demand this places on our members. However, a good percentage of our members do get involved with work they are interested in. We do also try to make the case about why a piece of work is relevant, if not now but in the future, which can be difficult as many members are often focused on the present. 

	





	National Self-directed Support Stakeholder Updates
	Actions 

	
SDS Project team – 
SDS standards review - The SDS project team have now finished compiling the first draft of the revised SDS standards based on all of the feedback received. The core group will meet tomorrow to look at the evidence-based changes that have been made. There will still be twelve SDS standards, and the vision and intention have not changed, though the language within the standards has been updated, and the number of core components has been reduced considerably. We are very grateful to everyone who has been involved so far. We have made an effort to ensure that everything we have gathered will inform our work in other areas, even if it hasn’t overtly been included within the revised SDS standards. This will be submitted for ministerial and COSLA approval at the end of March. 

Direct Payment standard for employing Personal Assistants – This is a new standard being drafted, which will go to the direct Payment subgroup in February for comment. 
Personal Assistants (PA) Wellbeing – The PA Wellbeing group met yesterday, there is some great evidence from Impact on what PAs need in order to be supported, and this will be shared in March along with the   https://wellbeinghub.scot/ We are keen to make sure that these resources are available to PAs and their employers. 

In Control Scotland update – Still continuing with Working Together For Change. In the next couple of months: we have been holding some focus groups with support providers, with over thirty providers being involved, so it has been really well received, and a learning report will be published soon with some ideas for next steps. 
Also independent researcher Lou Close has done some work on what resources are in place to support Local Authorities to plan option 2 for people. We identified around 45 resources, and a learning report will be published soon, looking at how to make these available to Local Authorities. 
Also, the half-day Getting to Grips with SDS is next available on 14th February in the afternoon (1pm-3pm), if anyone would like to attend, please contact 

Health and Social Care Alliance update – The National Care Service Bill has been moved back, and the stage 1 debate will happen at the beginning of March. We still plan to engage with the Bill process, as well as continuing related development work. 
Scottish Sensory Hub update – The Sensory Hub are currently working on a project to do with accessible information in health and social care. The work seeks to identify people with sensory impairment, whether they have access to SDS, and to what extent that has been a positive or negative experience. A report will come out of this for the Scottish Government. There is a survey regarding accessible information, with a closing date of Friday 9 February, which people are welcome to contribute to: 

SDS Scotland update – SDS Scotland are working with Age Scotland on SDs and dementia. Also working with Autism Knowledge Development, to look at online resources and training. 
The National Brokerage Framework now have their final draft, now submitted for consideration. 
The National Voice conference will take place on 28th of March with the theme of “a decade of learning”, 
SDS Scotland have also been working on an overall SDS handbook, with progress being well underway. 
SDS Scotland are testing out a new myjobscotland page with a number of support organisations. 
SDS Scotland are trying to improve data on the workforce, with the most recent PA survey to go out by the end of this month, and also working with payroll providers to gather data. 
The draft of the training framework is now complete, and two training modules are under development. 
Please also see below for a visual update regarding the PA Programme Board:

[image: ]
	



	Support in the Right Direction Updates
	Actions 

	
Inspiring Scotland are currently waiting for funding approval in order to confirm the next round of SiRD funding across Scotland. 

CB and LH gave a presentation about the work of Voice Of Carers Across Lothian (VOCAL). 


 (double click to access these slides)

Comments and questions:
DMd – Are carers able to access a carer’s assessment across the board, or is this more accessible to some groups?
LH – We see fewer younger adult carers, while we have the lowest number of referrals for carers of people with mental health or substance abuse. The issue seems to be with identifying as a carer. 
CB – There is recognition that carers of people with substance abuse need support, but it’s early days at this stage. 

LP – You mentioned a reduction in support having an impact on carers’ ability to work, and people, particularly women, having to leave employment because of this. How challenging is it to reach people who don’t identify as carers, primarily those of other genders, who may want to access services?
LH – We are seeing more identification of carers following the COVID pandemic, and we do have a real community focus, to identify where carers are going, not necessarily for carer support, and how do we have those conversations? It might be supermarkets or employers thinking about this to help to identify carers. As well as recognising that someone is a carer, the second part is to make them aware that they have rights and that support is available. It’s on average seven years between when someone becomes a carer and when they might access support. Sometimes all people need at an early stage is the welcome pack and to know that support is available, and then they will feel more confident to access support when they do need it. 

AMM – We need to continue to keep an eye on the number of women who are carers, especially in the context of monitoring the proportion of women who are in work. Many people do want to care for their family members, but they can’t make it affordable, so it comes in a range of different layers. 
LH – Yes, it’s often women who are most affected, though there are many male carers. 

KP – I’m in that group you mentioned "females currently working" . As a carer I always fear that this can stop at any minute for me and working is a huge part of my identity and keeps my mental health well. I feel part of a hidden group - unpaid carers in employment. i don’t engage with my carers centre so feel hidden in the system. 

MHJ - Really interesting to hear about the term 'replacement care'. I wonder how Local Authorities calculate what an appropriate level of replacement care is? Does it depend a bit on what the carer feels able to continue to provide?

JMe – Do you have any stats on the proportion of care plans that are successful when they go to Social Work? 
CB – I don’t have figures to hand, but I have recently heard that 95% of the plans submitted in Lothian go on to receive statutory support, which I expect were mostly respite packages, so this was reassuring in terms of identifying the right outcomes in plans. In Midlothian, many of the plans created can be met in-house, so very few plans actually go to Social Work. 
PN - That's amazing. Even higher than advocacy support for welfare appeals success (compared with those that don't get support). 
LH – We have also been fortunate in that Midlothian are keen to make the best outcome for carers, and to turn that around as quickly as possible, though our experience is that not all Local Authorities are like that. They all work very differently. 

	



	Scottish Government Update
	Actions 

	
JF gave a brief update on behalf of Scottish Government. Funding applications are in for SDS projects so the SDS improvement team are working on that, as well as on the SiRD funding. 

The SDS improvement team will be able to give a fuller update on monitoring and evaluation of the SDS improvement plan at the next meeting of this group. 

TF added that grant proposals are being looked at just now, reports on PA data sources and the PA workforce survey will be looked at in the PA Programme, through the data subgroup. 

	



	Any Other Business
	Actions 

	
The next meeting of this group will be on 6th March 2024. 
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Working towards Equality, Inclusion and Participation for all Disabled People in Scotland



Vision Statement
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To give all disabled people in Scotland a voice with trust, care and empathy.  We will use what we hear to advocate for and enable change to improve lives.





Mission Statement
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Who are we?

We are a national disabled people’s organisation

We are member-led (over 1,500 members reaching over 5,000 disabled people)

We represent disabled people in Scotland

We listen to the views of disabled people

We work in partnership with others to influence policies

We live the social model of disability

Our work is embedded in human rights also
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Who are we?

A small team – just 15 of us (up from 10 last year)

85% of Board Members are disabled people

53% of staff are disabled people

33% of staff are carers

Staff cover Devon to Moray!

Work remotely but office base is in Glasgow
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What do we do – Access Panels

Umbrella organisation for 40 Access Panels across Scotland

From Orkney to Tweeddale, from Harris to Dundee

Access Panels are local disabled people, coming together to advise and inform regarding planning applications, creation of green spaces, signage, access auditing and so much more

They are our local people on the ground, and are constituted individually.  

Work with Local Authorities, Community Councils, community groups and local businesses.

All are volunteers











What do we do – Hate Crime & Charter

Creation of Disability Hate Crime Charter – launched in 2021, relaunched in 2022

Over 25 transport providers have signed this Charter

Zero tolerance approach to hate crime on transportation and in the journeys to and from vehicle

Part of the Hate Crime Action Plan to deliver hate crime training to transport providers for next 2 years

Delivery of Disability Hate Crime to Third Sector organisations through Equality and Human Rights Fund











What do we do – Accessible Travel

Work with Transport Scotland’s Accessible Travel Team

Undertook a full review of the Accessible Travel Framework

Hold focus groups regarding anything from Low Emission Zones Blue Badge Exemption, to Access to Health appointments

Manage and maintain the Accessible Travel Hub

Part of the National Transport Accessibility Steering Group











What do we do – Inclusive Communication

Manage and maintain the Inclusive Communication Hub

Promote and use inclusive communication in all we do, including external meetings

Input into Equality and Human Rights Impact Assessments (EHRA) for various organisations.  These include Audit Scotland, SEStrans, Scottish Courts and Tribunals, Network Rail, Sustrans, various departments within Scottish Government.











What do we do – Easy Read Translation

One accessible format for communications is Easy Read

We have a small team of Easy Read Translators

Experts in their field.  With no set standards for Easy Read, DES is often highlighted as one of the best.

Team are often booked months in advance of work to be done.  

Work is regularly undertaken for Scottish Government, Police Scotland, Lead Scotland, Independent Living Fund Scotland, Social Security Scotland and many more.











What do we do – Training Department

Started with Easy Read Training in 2020

CPD Accredited in 2023

Now have a training team of 4 trainers and an admin

Inclusive Communication Awareness Training with an Intermediate course being created

Disability Equality Training

Disability Hate Crime Training

Access Auditing Training (and consultancy)

Mentoring for Easy Read Translators

Active Travel work with Sustrans being developed for Local Authorities, National Parks and grant recipients













What do we do – Other work

Research undertaken regularly with our members on topics of interest:

Cost of Living, 

Covid and its impacts, 

Consultations for example Pavement Parking and Human Rights Bill 

and more.

Strategy and policy work:

Climate Change Just Transition, 

National Care Service (different areas), 

Hate Crime team (SG), 

Disability Equality team – Short Life Working Group for the Immediate Priorities Plan and wider group re Disability Equality Strategy (SG), 

Welfare Reforms re UK announcements (SG), 

Network Rail Equality Group, 

Cross Party Group members on Disability, Sustainable Travel and Deafness, 

Scotland’s Railway Stakeholder Group

Independent Living Fund Scotland Re-opening Working Group

Braille Labelling Campaign

Personal Assistant Programme Board Group

Scotland’s DWP Customer Representation Group

Accessible Housing and Independent Living Stakeholder Group













How does this link to Self Directed Support

Supported person and carer’s choice over their support, where success means access to information, advice and advocacy, access to quality support, and control and involvement for supported people over how it is delivered.



We are actively seeking members’ opinions and sharing their voices at National levels and then bring this down to the local level via information sharing, Access Panels, other DPOs and local organisations.

Inclusive communication (not just digitally) allows supported people to have and be involved in their support – before, during and after assessments!

SDS is brought up at many meetings – learnings of how it was implemented (or not!) and the importance of keeping this insight and how it links to other policy work.













How does this link to Self Directed Support

Enhanced worker skills, practice and autonomy, where success means workers across all aspects of social care support are better able to practice in line with SDS values and with statutory duties (where applicable), standards, skills, and knowledge



By ensuring that everyone we touch verbally, on social media, by newsletter, is aware of disability equality, inclusive and accessible communication, valuing lived experience and people-led policies and practices.









How does this link to Self Directed Support

Systems and culture, where success means national and local SDS system and planning design is more person-centred and person-led, including through involving supported people and carers



Encouraging members to participate in forums, consultations, and sharing the importance of person-led participation, we can start to chip away at the culture overall.















How does this link to Self Directed Support

Leaders understand and help staff realise SDS principles and values, where success means duty-bearers and senior staff supporting their workforce and creating the culture and conditions for supported people to have choice and control over their social care support.



People don’t know what they don’t know.  Leaders can gain support at National Levels to understand how they can support their workforce – at least 20% will have a disability!

Advocating for disabled people by sharing their voices and the importance of choice and control at all times









Contact us:

Email:  Lyn@disabilityequality.scot

Or

General email address:  admin@disabilityequality.scot



Call us:  0141 370 0968



Website:  www.disabilityequality.scot
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VOCAL – Voice of Carers Across Lothian
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VOCAL supports over 10,000 carers per year and has been supporting carers from their two centers in Edinburgh and Midlothian for 30 years 





We support carers to create Adult Carer Support Plans, which empower them to identify the support they need to have a life alongside their caring role





We offer a range of support services for carers, including information and advice, support with welfare rights, carer cafes and support groups, support to arrange a break, counselling and one-to-one support, relaxation therapies, and training courses





Our 65+ staff members offer direct support to carers, while others collaborate with partners to enhance identification and awareness. Together, we ensure that carers receive better support.
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Conditions Cared For



Series 1	Physical Condition	Mental Health Condition	Frailty	Alzheimer's/Dementia 	Neurodivergent 	Learning disability	Substance use (Drugs/alcohol)	Impairment	Hearing imparement 	Palliative	Other	0.56999999999999995	0.44	0.23	0.31	0.27	0.23	0.04	0.11	0.13	7.0000000000000007E-2	0.14000000000000001	Column2	Physical Condition	Mental Health Condition	Frailty	Alzheimer's/Dementia 	Neurodivergent 	Learning disability	Substance use (Drugs/alcohol)	Impairment	Hearing imparement 	Palliative	Other	Column3	Physical Condition	Mental Health Condition	Frailty	Alzheimer's/Dementia 	Neurodivergent 	Learning disability	Substance use (Drugs/alcohol)	Impairment	Hearing imparement 	Palliative	Other	





SiRD Funding  

VOCAL has been part of the SiRD programme since 2015



The fund has enabled us to provide direct, person-centred support to over 500 carers each year.



We support carers in increasing their confidence to take up self-directed support for themselves and the person they care for. 
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How we support carers around SDS
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1:1 Casework 





Information training sessions





Surgery model appointments 





Information videos





Awareness raising 





Peer support 





Online information





Key Challenges

Lack of replacement care available for those who need it.

Cutbacks in community services, which not only leave vulnerable people at risk but also add pressure on carers.

Managing expectations effectively to avoid disappointment and frustration.

Being mindful of not masking unmet needs and finding ways to address them proactively.
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We currently have two staff members who are working towards obtaining the Community Brokerage Award qualification.

We are undertaking work to enable better support and brokerage to carers, by looking at wider community assets.

Continue to build foundations that the SiRD funding has enabled us to build within the service. 

Respond as carers need change within the health and social care landscape and the proposed National Care Service. 



What next?
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Thank you 

Happy to answer any questions.















vocal.org.uk

VOCAL - Voice of Carers Across Lothian

Scottish Charity: SC020755 | Company Registration: SC183050
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Microsoft_Excel_Worksheet.xlsx

Sheet1


			Column1			Series 1			Column2			Column3


			Physical Condition			57%


			Mental Health Condition			44%


			Frailty			23%


			Alzheimer's/Dementia 			31%


			Neurodivergent 			27%


			Learning disability			23%


			Substance use (Drugs/alcohol)			4%


			Impairment			11%


			Hearing imparement 			13%


			Palliative			7%


			Other			14%
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