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NATIONAL SELF-DIRECTED SUPPORT COLLABORATION
NOTE OF MEETING – 2ND APRIL 2025

In attendance by video conference:
	Donald Macleod (SDS Scotland) (chair)
	Pauline Lunn (In Control Scotland)
	Karen Procek (In Control Scotland)

	Mark Han-Johnston (
	Pauline Boyce (Glasgow Centre for Inclusive Living)
	Debbie Forsyth (In Control Scotland)

	Danielle Farrel (In Control Scotland)
	Leila Talmadge (Autistic Knowledge Development)
	Brett Rogers (In Control Scotland)

	Sheila Hanney (Key/Community Lifestyles)
	Joanne McGee (Glasgow Centre for Inclusive Living)
	Becs Barker (Community Contacts)

	Cheryl Taylor (SDS Practice Network)
	Kirsty Sangster (Lothian Centre for Inclusive Living)
	Iain McGregor (VOCAL)

	Ashley Drennan (Inspiring Scotland)
	Kaye Robertson (Community Brokerage Network)
	Jill Fotheringham (ILF Scotland)

	April O’Neil (Inclusion Scotland)
	Sharon Mcleod (Ayrshire Independent Living Network)
	Morag Duncan (Dundee Carers Centre)

	Anna Shaughnessy (Inspiring Scotland)
	Megan O’Hara-Knight (Glasgow Disability Alliance)
	Joanne Finlay (Scottish Government)

	Jaynie Mitchell (Coalition of Carers in Scotland)
	Veronica Dunn (SDS Forum East Renfrewshire)
	Sharon Leitch (VOCAL)

	Elaine Torrance (NDTi)
	Anne-Marie Monaghan (Community Brokerage Scotland)
	Jane Kellock (Social Work Scotland)

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


	Welcome and Matters Arising
	Actions 

	
DMd welcomed the group. 
Apologies were received from: Rob Gowans, Matt Crilly, Billi Allen-Mandeville, Frank Reilly, Les Watson, Michelle Fleming, Jan MacLugash
The previous meeting minutes were approved by assent, with one slight change (an error in the date, should be 2025, not 2023). 
No matters arising. 
DMd reminded the group about the feedback mechanism on the national SDS collaboration website, which group members can use to send feedback between meetings. 

	



	SDSS National Voice Conference Feedback
	Actions 

	
The theme of the recent conference was: Challenge, Connect, Collaborate. 

This meeting we will look at reviewing, looking at outcome 1: supported people carers’ choice over their support. I've now got confirmation of the alternative and continuing relationships for the planned reform of Scotland's social care system, embodied in the care reform bill, replacing the NCS bill. We've heard from the Minister for Social Care mental well-being and sport, but the voice of lived and loved experience is central to these reforms at a time that those requiring social care are feeling disappointed and disillusioned because things on the ground are tough.

· Review of social care reform: The meeting discussed the planned reform of Scotland's social care system, emphasizing the need for supported choices for individuals and their carers. 1
· Minister's insights: The Minister for Social Care highlighted the significance of local government commitment and the necessity for a whole-system approach to improve social care services. 2 3
· Advisory Board establishment: An Advisory Board will be formed to ensure that lived experiences inform the delivery of care and to uphold national standards. 4 5
· Challenges in representation: The challenges of adequately representing diverse voices within the Advisory Board were acknowledged, with a focus on achieving meaningful change without solely relying on legislation. 6 7
· Financial transparency: Discussions included the need for greater transparency regarding the sharing of funds locally to foster trust and accountability among stakeholders. 8 9
· Collaboration with disabled individuals: The importance of building bridges with disabled communities to enhance participation in decision-making processes was emphasized. 10 11
· Social work agency focus: The role of the new social work agency was discussed, particularly in relation to improving training and support for social workers to enhance service delivery. 

	



	Feedback and moving forwards for outcome 1: Supported person and carers’ choice and control over their support 
	Actions 

	
KP presented on behalf of Connected Conversations, Connected conversations has been created in response to conversations with disabled adults and unpaid carers who have told us that they feel their thoughts and feelings are not adequately represented in national SDS discussions.
Karen Procek (Unverified)
And we wanted to change that. So from January to March this year, I've engaged with just under 80 disabled adults and unpaid carers who gave their time their thoughts and their feelings in relation to the five questions that we asked about outcome one from the national SDS Improvement Plan.




 (please double click to open these documents)

Comments and questions – 
BB – Do we know which SDS options were being used by those who responded, and were there any trends or differences, depending on which option they had in place?
KP – That analysis hasn’t been done, but we can do that and get back to you. 


	



	Discussion Groups
	Actions 

	
The group broke into three discussion groups, to consider the following questions:

· What are your initial thoughts and feelings on the findings presented? (is this what the people you are supporting are sharing with you?)  
· Is there anything from the findings that you think exists already and we need to get better connected?  
· What can you do individually and what can the National SDS Collaboration do in response to these findings? Turning up the volume! 

A summary of the points raised in the discussion groups:


1. Challenges for Independent Support Organizations: It was highlighted that independent support organizations face difficulties, especially when working across multiple areas. They have to deal with inconsistent information depending on where the person they are supporting lives.
2. Impact of Cuts and Increased Costs: There was a discussion about the fear and increased poverty due to cuts and higher costs. This affects the well-being of everyone, including staff. Instead of introducing new people and supporting them, the focus has shifted to firefighting complaints and dealing with budget cuts.
3. Rapid Implementation of Cuts: Concerns were raised about the rapid implementation of cuts, leading to dramatic changes in the level of support someone receives. This often happens with short notice, making it difficult for people to adjust and for employers to go through due diligence when letting people go.
4. Increased Risk of Poverty: Even when people have access to support like ILF, changes in care charging and benefits mean that people are living closer to poverty. They might have the support but lack the disposable income to enjoy their lives.
5. Need for Action and Collaboration: There was a sense that there is a lot of dark stuff that needs to be addressed. It was suggested that joining up with other social movements might be beneficial. The importance of national collaboration was emphasized, where evidence can be shared with both COSLA and the Scottish Government.
6. Existing Initiatives: Some existing initiatives were discussed, such as the PA programme board and standard 13 around direct payment for P/E employment. It was noted that not everyone is aware of these initiatives, and there is a need to spread this information further.
7. Collaboration and Breaking Silos: A plea was made to stop working in silos and to work together all the time. True collaboration at the local level is what makes changes for people.
8. Quality of Information: The quality and standard of information given out during assessments and reviews were discussed. It was noted that if everyone does not have access to the same core information, it creates an uneven playing field. There was a suggestion to figure out what good information looks like and make it common practice.
9. Eligibility Criteria: There was an in-depth chat about eligibility criteria and how conversations about access to social care need to involve SDS and people with lived experience.
10. Bureaucratic Burden on Social Workers: The bureaucratic burden on social workers to fill in stats and return information was discussed. It was noted that this does not measure what makes people's lives good but rather hard indicators like hours and days spent.
11. Lack of Knowledge of SDS Standards: There was a discussion about the lack of knowledge of SDS standards at senior levels, partly due to the integration of health and social care where senior folks often come from an NHS background.
12. Practical Initiatives: Some practical initiatives were mentioned, such as developing a digital front door for SDS and effective interventions. The importance of peer advocacy for people who do not meet the criteria for statutory advocacy was also highlighted.
13. Top-Down Support from Scottish Government: It was suggested that the Scottish Government could help push some of these resources from the top down, ensuring that information is shared with social workers and social care professionals.

	



	Current issues
	Actions 

	

Standard 13 approval 

1. Consistency in SDS Standards: Small edits were recommended to ensure a consistent approach within the 12 foundational SDS standards. The next steps involve implementation, with Social Work Scotland developing an easy-read version and practitioner's guidance for the standard. A collaborative approach will continue to be taken, which has been effective so far.
2. Connected Conversations: The standard knits together the work of the PA Programme Board, focusing on training, career development, accessible information, and the PA Handbook. The guidance will include examples from various voices, such as APA, employers, and social workers.
3. Independent Support Organizations: The importance of independent support organizations was acknowledged. An easy-read version will be distributed to everyone involved in the connected conversations.
4. Direct Payments: It was noted that direct payments are being used due to a lack of other provisions.
5. Recruitment of PAs: Employers face difficulties in recruiting PAs. The importance of capturing meaningful data that shows impact, not just numbers, was emphasised.
6. Accessibility and Implementation: Efforts will be made to ensure that the information is accessible, relevant, and implementable.

Care Reform (Scotland) Bill update 

The Care Reform (Scotland) Bill is progressing with a revised approach to the National Care Service. The proposal for the bill has completed Stage 2 proceedings, confirming the new wording of the bill. Although the bill is no longer called the National Care Service Bill, the ambitions for social care reform and the National Care Service remain unchanged.
Parts 2 and 3 of the bill have been retained, covering some of the original National Care Service proposals, including new rights to breaks for carers. The importance of independent advocacy in a human rights-based approach to the National Care Service was emphasized, and further work will be done to ensure its availability to those in need.
The Minister for Social Care has been actively engaging with various stakeholders, discussing amendments proposed at Stage 2. Meetings have been held to review these proposals, and preparations for Stage 3 are ongoing. The establishment of the new National Care Service Advisory Board is underway, with an interim Advisory Board expected to meet for the first time in the next month or so. This interim board will operate for about 6 to 9 months, allowing the final board to start its work more quickly.
Recruitment for the interim Advisory Board will include individuals with specific perspectives and personal experience, as well as nominees from organizations in the sector. The recruitment process will be informed by a public appointments process and co-design findings.
Additionally, there has been an update to the statutory guidance for the Self-Directed Support (SDS) statutory guidance to reflect mandatory changes effective from April 1st. This update clarifies exemptions, such as Personal Assistants not needing to apply for a PVG check. The updated guidance is expected to be published by the next meeting

Questions and comments: 
Please can we emphasise that people have asked for a range of independent approaches and not just advocacy? This was a hard fought battle to get the wider range of independent support approaches mentioned in the NCS Bill. We have tons of evidence as to why SiRD and other models work and we must not forget the huge amount of work and pressure from DPOs and independent orgs to include independent information and advice.
this is vital because it takes in to account the range of support and services which disabled people and unpaid carers need to be able to make informed decisions about their support.  
this includes carers orgs and DPOs
 

	



	Any Other Business
	Actions 

	
The next meeting of this group will be on Wednesday 7th May 2025. 
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Connected Conversations

78 Participants responded through a range of methods:



We received over 56 completed questionnaire results using Microsoft teams

In Control Scotland hosted 2 conversation spaces and spoke to 8 individuals

A number of individual conversations took place within various organisations 











1



What’s your experience of getting help, advice and advocacy when you needed it?

Five Key themes:



Challenges navigating the system 

Variability in accessing support 

Lack of clear communication 

Emotional strain on individuals

Importance of advocacy & independent support
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Were all 4 options available to you and did you get the one that you wanted?











Key themes identified



Mixed experiences



Lack of clear explanation and genuine choice 

Bureaucratic barriers and delays

Limited availability and implementation issues

Challenges with service provision and flexibility 

Need for advocacy and external support 



























3




Have you been able to find information about SDS that makes sense to you?



Key themes identified



Lack of clear and accessible information 

 Confusing and inconsistent guidance 

 Self-education and external support 

 Lack of transparency and bureaucratic barriers

Empowerment through training & peer learning
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If you use a PA, do you feel they are supported?




Key themes identified



Lack of awareness & resources – appreciation for independent advice

Recruitment & retention challenges 

Training & professional development gaps 

Employer burden

Need for centralised support 
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What do you think needs to change to close the gap between your experience and living a good life?


Key themes identified



 Improve access, navigation & communication 

 Strengthen PA workforce & employer support 

 Enhance training & professional development 

 Increase accountability, funding & fairness 

 Ensure person-centered, flexible support 
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Conclusion  

Priority areas for consideration:



Simplify access and improve communication

Strengthen PA workforce & employer support



Increase accountability & standardisation



Improve funding, flexibility & person-centred support



Expand training & advocacy support
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Group conservations

Initial thoughts and feelings on the findings presented (is this what the people you are supporting are talking about?)



Is there anything from the findings that you think exists already and we need to get better connected?



What can you do individually and what can the National SDS Collaboration do in response to these findings?
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Hosted by In Control Scotland

Are you a supported adult or unpaid carer?

Have your say

13th February 2025 - 10:30-am-12:00 pm
or
24th February 2025 - 6:30 pm - 8:00 pm

Our 'Connected Conversations' is a
chance for people who use Self
Directed Support to talk about their
experiences. We'll listen to what you
say and share it with the National SDS
Collaboration. The first meeting will
focus on choice and control in your
life.
If you would be interested in being involved and coming along to a session
please contact us directly at: info@in-controlscotland.org.uk, stating what
session you would like to attend.
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INTRODUCTION AND SCOPE

Conversations with disabled adults and unpaid carers have told us that they feel
their thoughts and feelings are not adequately represented in national SDS
discussions.

We know many feel frustrated and disillusioned by ongoing consultations that lack
meaningful outcomes or change.

Disabled adults and unpaid carers want to be heard, but they also seek a safe and
flexible space for participation.

We are optimistic that this newly designed model will help close the feedback loop
more effectively, aiming to build trust and confidence among disabled individuals
and unpaid carers, leading to meaningful change.

This is a report from engagement with 78 disabled adults and unpaid carers giving
their thoughts and feelings in relation to 5 questions asked about Outcome 1of the
National SDS Improvement Plan.

Outcome 1 Questions:

These questions are about having choice and control over your support.

1.1 What's your experience of getting help, advice and advocacy when you needed
it?

1.2 Were all 4 options available to you and did you get the one that you wanted?
1.3 Have you been able to find information about SDS that makes sense to you?
1.4 If you use a PA, do you feel they are supported?

1.5 What do you think needs to change/ what would it take to close the gap
between your experience and living a good life?





APPROACH

From January to March 2025 78 participants responded through a range
of methods:

» We received over 56 completed questionnaire results using a Microsoft
teams form

* In Control Scotland hosted 2 conversation spaces and spoke to 8
individuals

e Several individual conversations took place within various organisations

All findings were gathered and collated into key themes. All responses are
anonymous.

Findings will be presented at the National SDS Collaboration meeting on 2nd
April 2025. Feedback from this meeting will then be shared with everyone
who has asked to be kept updated of progress

A copy of this report and the action points discussed from the National SDS
Collaboration meeting will be shared with all participants who have asked to
be kept informed of progress and discussions.

OUR LEARNING

There has been a huge amount of rich and raw data gathered from these
conversations, which for ease of interpretation has been described into
key themes that we have noticed.





QUESTION 1 ‘

1.1 What's your experience of getting help, advice and advocacy when you
needed it?

A range of responses was received in terms of ability to access help, advice and
advocacy at the time the person needed it. The key themes that have been
highlighted are:

Challenges Navigating the System
o The process is bureaucratic, confusing, and inconsistent
o Families often feel unsupported and left to figure things out on their own
o Social workers provide conflicting information, adding to frustration

One participant said, “It felt like a struggle to get the help, advice and support we
needed. Things have felt reactive and transactional rather than proactive and
caring”

Difficulties Accessing Support
o Long delays in securing budgets, especially during transitions. Transitions
can often feel uncoordinated and extremely stressful
o Limited funding and high eligibility thresholds restrict access
o Overworked social workers lead to inconsistent service quality

A participant shared, “It’s been incredibly difficult; there is no dignity in the
process. It's felt incredibly dehumanizing, and we can see the system is
massively under-resourced”

Lack of Clear Communication & Transparency
o Sense that social workers sometimes withhold or fail to provide essential
information
o Families often rely on peer networks or charities for accurate guidance
o Different local authorities apply rules inconsistently
o Frustration that SDS is not being implemented as intended with a lack of

accountability 3





QUESTION 1

(CONTINUED)

Emotional & Mental Strain on Families
o Stress, frustration, and uncertainty negatively impact well-being
o Fear of losing support leads to anxiety and mental health struggles
o People feel undervalued and exhausted from constantly advocating for
their needs to be met

One participant shared, “I would not be here without SDS, and now there is a
threat of taking away people’s support, it is clear disabled people are not
respected anymore”

Importance of Advocacy & Independent Support
o Advocacy services like Take Control, GCIL, and Crossreach were highly
valued and praised for delivering clear information, advice, and support
when people needed it
o Advocates play a key role in defending human rights and securing
support
o However, not everyone knows about or has access to advocacy services

One GCIL member noted, “We really have valued the support from the team;
without them, we would have been at a loss to navigate through the magnitude
of information”

Variability in Experiences & Service Quality

o Some families had positive experiences with well-informed professionals
One person shared, “My social worker was so supportive and fought to
have my son’s needs met”

o Others found the system to be a "nightmare”. Many people spoke of long
delays, restrictive eligibility criteria, difficulties in accessing a social
worker and inconsistencies in service provision, which caused numerous
challenges for people

o Organisations like FAIR Advice, GCIL, Take Control and VOCAL were all
praised for providing better guidaECe and support





QUESTION 1

(CONTINUED)

Transition to Adult Services as a Major Struggle
o Transition from child to adult services is often uncoordinated
and stressful
o Delays and lack of preparation leave families feeling unprepared
o Support packages are often inadequate, requiring families to fight for
more

Concerns About Future Support & Policy
o Fear that funding cuts will further reduce already limited services
o Services focus on budget constraints rather than individual needs
o Concerns persist given funding issues and potential closure of services
o Reviews are causing additional stress for families with, many fearful of
what support they will have access to in the future

One participant shared “With the real cuts to local authorities, | am anxious
when budget talks are due. | have seen friends have their budgets cut, so | fear
its only a matter of time”

Accessing SDS is widely seen as frustrating, emotionally draining, and difficult to
navigate, with families feeling they are often left to advocate for themselves due
to a lack of professional support. While many individuals and families find the
process of accessing support through SDS challenging and isolating, the role of
Third Sector organisations has proven to be invaluable in providing guidance,
support and clarity. Their assistance helps bridge the gap between individuals

HELP
ADVICE

ADVOCACY

and the complex systems they must navigate.





( QUESTION 2 ‘

all 4 options available to you and did you get the one that you wanted?

e heard varying experiences from people trying to navigate their preferred
tion of support. Key themes identified included:

Positive Experiences and Outcomes
o Some individuals successfully accessed their preferred option
o Good experience with social workers and positive referrals made to local
services for additional support
o Good support was received from local SDS organisations for some people

One person stated, “I've had conversations with agencies and social work
regarding SDS and I've understood what it is so | haven't had to look for other
information.”

Lack of Clear Explanation of Options
o Many individuals were not fully informed about all four SDS options
o Some were only presented with a single option rather than given a real
choice
o Explanations were often unclear, requiring individuals to seek out
information themselves
“I don't feel the options were explained well, or what

the impact would be. | was just given a video to
watch but nho-one checked if | understood”

Limited Availability of Options
o Some options, particularly Option 2, were effectively unavailable in certain
areas
o Local authorities often steered people toward Direct Payments (Option 1)
due to limited commissioned services
o Even when an option was chosen, it was not always implemented as
expected





(CONTINUED)

‘ QUESTION 2

Bureaucratic Barriers and Delays in Accessing Support
o Long waiting times for assessments (sometimes years) and
long waits for funding approvals
o Bureaucratic challenges, such as paperwork, no allocated social worker
and banking requirements often complicated the process
o Individuals often felt forced into specific choices due to a lack of
available services and options

One participant noted, “We had difficulty in recruiting a PA, so | asked if the
funds could be used for sensory equipment, activities, or to fund a short break
but was told no, it was just there for PA recruitment”

There was a lot of conversation about the pressures social workers are under,
the bureaucratic barriers they face that keep them permanently in crisis mode.
A desire for social workers to have more time to learn and share good practise
was highlighted. One person said “We really feel for social workers, they have
such a high workload with such pressures at all times to save money with no
investment in them”

Challenges with Service Provision and Flexibility
o Even when funding was granted, it could not always be used in a way
that suited individuals' needs
o Shortages of care providers, personal assistants (PAs), and local services
limited real choice
o Some felt SDS was ineffective because there were no suitable services
to use the funding on

“One of the key words is choice,
but it doesn’t feel that we had a
choice, we were pushed onto
option 1”7

“People get more information from
other parents than they do from
professionals. It's like there is so much
secrecy within the professional world
because there is such a lack of
resources”





‘ QUESTION 2

(CONTINUED)

The Role of External Support and Self-Advocacy

o Many only understood their options after attending training or see
independent advice. Partners in Policymaking was mentioned as an
excellent source of information. One participant shared, “If | hadn’t
completed Partners in Policymaking, then | wouldn’t have understood the
options and what could be achieved. | led the conversation with social
work because | had this additional learning”

o Many people only understood their options after seeking independent
advice or training, as many felt this information was given much more
clearly from third sector organisations

“I had to go to a training event in an evening, ran by a charity to teach
myself what the options were. Initially | was asked what | wanted, and
when | asked what was available, | was told it doesn't work like that. |
advised them I didn't know what | wanted as | had never navigated the
system before and again | was asked “what did | want”. | asked the
social worker to leave. It took me 2 years to pluck up the courage and
try again”
Frustration with Bureaucracy and certain Social Work Practices
o Families faced miscommunication and inconsistent social worker
support. Social worker absence and lack of an allocated social worker
were both highlighted as areas of concern
o Some attempts at creative solutions were rejected due to rigid policies
o Financial constraints and policy restrictions sometimes forced families to
return unused funds

OP#ON 1 SDS option.s oftgn feel more theo.retic.:al than practicgl, with
limited availability, poor communication, and systemic
barriers preventing people from accessing truly personalised
support.

Many families feel frustrated by the lack of genuine choice
and flexibility, often having to fight for the support they need.

The good examples were greatly overshadowed by negative

experiences.
5






( QUESTION 3 ‘

e you been able to find information about SDS that makes sense to

People shared their experiences of trying to access information in a way that
made sense to them. Again, feedback was varied.

Lack of Clear and Accessible Information
o Many individuals were not informed about independent advice, resources,
or support
o Information on council websites was often outdated, and social workers
provided inconsistent explanations

One participant described her regular struggle and frustration in trying to get
easy-read documents from her local authority in order to discuss SDS processes
with her daughter. Whilst, another carer shared she recently read an easy-read
document that had been made available by her local authority on non-residential
charging policy, yet she still couldn’t understand the policy despite it being in an
easy-read format. It was still incredibly complex and difficult to understand.

Confusing and Inconsistent Guidance
o Available information was often complex, unclear, or contradictory
o Different social workers gave different explanations, making it difficult to
understand the full picture
o Some professionals lacked knowledge of SDS, leading to misinformation

“Even when you think you understand it, you
’? speak to someone in social work and they
; s seem to either over complicate things or tell

0
g > you your options are more limited than

: advertised”
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QUESTION 3

(CONTINUED)

nce on Self-Education and External Support

o Many had to educate themselves through online research, charities, and
support organisations

o Independent bodies like In Control Scotland and Carers Trust were often
more helpful than social services

Lack of Transparency in Funding and Decision-Making
o Requests for budget breakdowns were often denied, with local authorities
not following national guidance
o Some felt actively discouraged from exploring SDS and made to feel guilty
asking for support
o Bureaucratic delays and unclear decision-making processes added stress

to families “I know of a Mum that was told she could use her

budget to go to the carnival at the SEC but couldn’t use
her budget to actually go on any of the rides when they
were there, that just doesn’t make sense”

Empowerment Through Training and Peer Learning

o Programs like "Partners in Policymaking” helped families understand SDS
and use budgets more effectively. One participant shared, “Partners
helped me to understand the language that was involved and gave me
the confidence to ask about SDS once | knew about the possibilities”

o Learning from other SDS users inspired individuals to explore creative
solutions

o Access to proper training helped some challenge social workers and
advocate for better support and change within local authorities

7 ‘





QUESTION 3

(CONTINUED)

Emotional and Practical Barriers
o Navigating SDS generally felt overwhelming, especially for people with
disabilities and unpaid carers
o Paperwork and administrative requirements created significant burdens
o The process was described as undignified, exhausting, and frustrating

Challenges with Local Authority Systems and Flexibility
o Local authorities were often rigid and resistant to creative budgeting
solutions
o Inconsistent decisions led to frustration
o Arbitrary restrictions, like limiting respite care options, made SDS less
practical for some families

Systemic Issues Within Social Work and Local Authorities
o A sense that social workers faced high workloads, financial pressures,
and crisis-driven systems
o A hope that opportunities exist for social workers to share best practices
and learn from successful cases
o Many individuals did not know their assigned social worker, highlighting a
lack of consistent support

The lack of clear, accessible, and transparent information has left many
struggling to understand and access SDS effectively. Families often rely on
external support, self-education, and advocacy to navigate a system that feels
complex, inconsistent, and bureaucratic. Only 1 participant mentioned the SDS
Handbook as a source of information. SIRD organisations and carers centres
continue to foster a culture of sharing whats good and possible for many

“ It feels like local authority
structures in place just now keep
social workers stuck in crisis mode,
always thinking about budgetary
constraints”






¢ QUESTION 4

People shared a variety of issues and concerns that they feel are
important to consider when thinking about Personal Assistants (PA’s)
being supported.

Some participants chose to share what option they employed their PAs through,
whilst others did not disclose.

Key themes identified included:

Lack of Awareness & Information

o Many people are unsure if their PAs receive support or where they can go
to find resources. One participant shared, “I feel like | support them as
much as | can, but they could do with more support, but I'm not sure
where to signpost them to”

o Many employers often provide informal support but lack guidance on
external help

o Some people spoke about the need to create their own systems and
procedures without external support, as nothing was provided to them

“But lots of families don’t know how to support their PAs, or know
what good support even looks like”

Recruitment & Retention Challenges
o Difficulty in finding skilled PAs, particularly for specialised needs
o Low pay, poor working conditions, and lack of supervision contribute to
high turnover. One participant shared “I can’t get a PA, been without one
for over a year now”

Lack of Training & Professional Development
o Many feel PAs receive minimal supervision, external support, or relevant
training
o Employers struggle to secure funding for training. One participant noted
“I'm really struggling to get adequate training secured in the budget”
o Some PAs might be resistant to training or find it irrelevant or too
academic





(CONTINUED)

‘ QUESTION 4

Employer Burden & Responsibilities
o Families/employers manage staff without sufficient external
support
o Navigating employment issues, contracts, and disputes is stressful
o Many feel unsupported by social services, especially in crisis

One participant shared, “I have PA staffing on top of all the other
responsibilities, it's just so much and | feel | can’t cope at times” whilst another
shared her recent stress, “There was a time | thought | was going to have to pay
off my PAs because social work took so long to transition us to adult services
that we didn't have any idea what our package was going to be”

Effective PA Relationships

o There was a strong emphasis on maintaining good working relationships
through clear communication, fairness, and ensuring PAs have external
support systems

o Efforts are made by people to ensure PAs feel supported through open
communication, external advice, and networking opportunities. One
participant shared, “I know that for me to keep good staff, | need to
invest in their support and training so that my son trusts them and they
trust my son. | want our PAs to feel that there is a value to staying with
us so that’s why | invest heavily in their support and training”

o Successful recruitment can have a transformative impact on the person,
emphasising the importance of the right support

One participant shared, “My PAs always compliment me on how | support them
with any questions or issues they have. | always give time for communication
and give space to PA’s to express themselves. | don't like being the only voice
for my PAs so | seek advice from other places to make sure they get fair
advice \ | /





o QUESTION 4

(CONTINUED)

Need for a Centralised Support System
o Calls for an organisation to provide guidance, training, and employ
resources.
o Employers seek clear information on contracts, redundancy, and PA
rights
o Independent advice services are appreciated at bridging this gap

Staff Wellbeing & Stability
o Training opportunities and networking improve job satisfaction and
retention
o A stable team structure fosters trust, reduces anxiety, and ensures
continuity of care
o Some families invest in PAs’ development more as they feel this leads
to better outcomes

Lack of Formal Support for PAs
o A feeling that PAs lack official guidance, support and protection
o A sense that PA roles are often undervalued, leading to poor retention
o It was suggested that some families don't fully invest in supporting their
PAs, either due to lack of knowledge or seeing the role as just a few
hours of work, leading to high turnover and poor PA retention

Desire for Better Information & Guidance
o Families struggle with legal and employment matters due to a lack of
accessible resources
o Social work is often seen as unhelpful or inconsistent in providing
support
o Employers want clearer, more centralised information to ease their
responsibilities

“I want them to feel this is more than “just a
job”, so they stay with us and don’t go to
another family who might pay 50p more per
hour”






‘ QUESTION 4

(CONTINUED)

Appreciation for Independent Advice:

o Many families expressed gratitude for receiving helpful advice from
independent organisations, such as SIRD organisations, especially
when social work is unaware of critical issues like redundancy or
employment law

o One participant noted, “Our SIRD organisation gave me advice about the
potential redundancy of staff. Social work didn't know anything about it,
so | was grateful that the independent SDS local organisation gave me
the right information so | didn’t break employment law.”

Overall, the findings highlight systemic gaps in PA support, training, and
retention, placing significant strain on employers and PAs alike. There was a
clear demand for a centralised support system that could help bridge these
gaps, ensuring better working conditions and improved care quality.

What was insightful was the lack of awareness of the PA Network Scotland
(https://panetworkscotland.org.uk) and the PA Employer Handbook
(https://handbook.scot/the-pa-employer-handbook) that currently exists.

“Nobody gave me any advice or support on how |

was meant to be supporting my PA”
“This kind of information . ‘ ‘
would be so helpful if it was
stored centrally so that as
soon as you become a PA
employer you just know
S

where to go for everything”

o

J



https://panetworkscotland.org.uk/

https://handbook.scot/the-pa-employer-handbook



QUESTION 5

What do you think needs to change/ what would it take to
close the gap between your experience and living a good life?

Participants were asked to consider if they had a magic
wand, what would they do to improve things?

Simplify and Improve Access to Support — SDS must be easier to navigate,
with clearer guidance, transparent processes, and flexible funding to meet
individual needs

Address PA Recruitment & Retention Challenges — Better pay, working
conditions, and structured recruitment support are needed to attract and retain
skilled Personal Assistants (PAs)

Enhance Training & Professional Development — Social workers, PAs, and
families all require better education on SDS processes, employment rights, and
person-centered care approaches

Increase Accountability & Transparency — Clearer complaint processes,
independent oversight, and reduced bureaucratic blame-shifting are all
essential for a fairer system

Boost Funding & Resources — Greater investment in SDS budgets, PA wages,
and alternative care services is needed to close service gaps and improve
support options

Ensure Person-Centered & Flexible Support — SDS should empower
individuals by prioritising choice, reducing barriers, and allowing support tailored
to their unique needs. One participant shared” Things have always felt service-
focused; we have to slot into what’s available, rather than person-led.”





. QUESTION 5

(CONTINUED)

Reduce Employer Burden & Strengthen PA Support — Famili
managing PAs need centralised resources for employment
matters, and PAs require structured guidance and protections

Standardise SDS Across Local Authorities — A fair, nationwide approach is
needed to prevent regional disparities and ensure equal access to SDS support

“The Scottish government need to sit down with every local authority and
tell them they are all doing it differently and its incredibly stressful for
families, we need consistent approaches to SDS”

Improve Communication & Information Sharing — SDS policies, processes, and
entitlements must be clearly communicated with better documentation and
proactive engagement

Prioritise Dignity, Rights & Fair Pay — Social care must focus on empowerment,
ensuring fair wages (£15/hr minimum) and recognition for PAs and unpaid carers

A well-funded, transparent, and person-centered SDS system is essential for
individuals to live with dignity, independence, and the support they need.

“There is so much information
that we need to try and keep
on top of then we get
comments like “don’t you
know that already exists,” like ‘

we are at fault for not
knowing!

It needs to be easier!”






CONCLUSION

The experiences shared from disabled people and unpaid carers
highlight the need for a fairer, more transparent, and person-centered
approach to Self-Directed Support in Scotland.

These findings are not new. What we need to consider is why, so long after
implementation of The Social Care (Self-directed Support) (Scotland) Act 2013
are people still highlighting the same issues?

Many individuals and families face significant barriers in accessing support and
navigating the system, with the good news stories feeling like the exception
rather than the norm in terms of experiences with local authorities. In order to
close the gap between current experiences and a system that truly enables a
good life, the disabled adults and unpaid carers we have heard from tell us what
they feel the priority areas for concern are:

Simplify Access & Improve Communication

o SDS processes must be easier to navigate with clear, accessible information

o Local authorities should ensure consistent guidance, reduce bureaucracy, and
engage proactively with individuals and families

Strengthen PA Workforce & Employer Support

o Increase PA wages to a minimum of £15/hr to improve recruitment and
retention

o Establish a centralised support system for PA employers, covering contracts,
legal rights, and employment guidance





CONCLUSION

(CONTINUED)

Increase Accountability & Standardisation
o Ensure fair decision-making and prevent inconsistencies
across local authorities and uphold individuals’ rights

Improve Funding, Flexibility & Person-Centred Support

o Enhance SDS budgets to ensure sustainable, flexible care options that meet
individual needs.

o Prioritise person-centred planning, reduce unnecessary restrictions and
enable genuine choice

Expand Training & Advocacy Support

o Provide better training for social workers, PAs, and families to ensure informed
decision-making and rights-based care

o Strengthen access to independent advocacy services to empower

individuals and families in navigating SDS

Connected Conversation was established as a means of amplifying the voices
of those with lived and loved experience in this National Collaborative Space.

Those voices are telling us that there is a real need for a fairer and more
accessible approach to SDS.

Thank you to everyone that shared their thoughts and feelings with us. We
appreciate the emotional investment you have taken to have this conversation
with us. Your thoughts and feelings will be shared with the National SDS
Collaboration and feedback will be provided to those who have asked for
further information.





We would like to thank everyone
that took the time to participate
in this conversation

ini: Control
Scotland

Working for a fairer and more
inclusive system of social care

www.in-controlscotland.org




http://www.in-controlscotland.org/
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Scotland






Questions
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We asked people questions about their

1 M‘Mﬂm you think
]

%MM P feelings about self-directed support
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think

1. Do you think the

This is a report based on what people told
us

idea is a good one?

These questions are about having
choice and control in your life






Question 1

We asked people what has it been like
for you to get help, advice, and support
when you needed it?

This is what people told us:

k It's hard to figure out how things work

Getting help isn’t always the same for
everyone

People don’t always explain things well

It can make people feel really stressed
or sad

Having someone to stand up for you
and help is really important





Question 2

We asked people if all 4 self-
directed support options were
available to you, and did you get
the one you wanted?

This is what people told us:

Some people got the help they needed
and talked to nice people

Things weren’t always explained well,
and people didn’t always get to choose

Too much paperwork and lots of
waiting made things slow

There wasn’t always enough help, and
sometimes things didn’t work

Getting help was tricky, and rules
weren’t always fair

People needed someone to speak up
for them and help them






Question 3

— We asked people if they have been

.._:5:-,-“” able to find information about self-
® - directed support that is easy for

L T them to understand?

This is what people told us:

It’s hard to find or understand the right
information

Different people say different things, at
different times, which makes it confusing

People have to learn by themselves or
get help from others

Rules aren’t clear, and too much
paperwork slows things down

%j Learning from training and friends
3.v] helps people feel more confident






Question 4

We asked people if they have a PA,
do you think they get enough
support?

People don’t always know where to get
help, so good advice is important

It’s hard to find and keep the right
people for the job

Workers don’t always get the training
they need

Employers have a lot of work and
responsibility

There should be one place where
people can easily get help






Question 5

We asked people what do you think
should change or what could help
make your life better?

This is what people told us:
Make it easier to find help and

understand things

Help PAs do their jobs better and
support their employers

Teach PAs more so they can help better
if they want to learn more

Make sure there’s enough money, fair
rules, and people doing the right thing

Give people the help that fits their
needs in a way that works for them






What we noticed

Disabled people and their families say
that getting the right help in Scotland
needs to be fair, clear, and focused on
what each person needs.

People are still talking about the same
problems; why are things not much better for
people?

Many families struggle to get the help they
need, and good experiences seem rare.

To make things better, disabled people and
their families have shared what they think

needs to change.






Make it easier to get help and understand
things

Help PAs and their employers do their jobs
better

Make sure rules are fair and people do what
they should

Give more money and help people in a way
that works best for them

Help PAs more and make sure people have
someone to speak up for them

Thank you to everyone that took part in this 10

conversation






image4.png
09

BB

National SDS
Collaboration





