carers Consultation
SCOTLAND Response

Carers Legislation: Consultation on Proposals

Carers Scotland welcomes the opportunity to respond to this Scottish Government consultation on
proposals on legislation to better support carers in Scotland. Our response reflects the wider national
carer organisation and third sector responses.

The response is informed by the views of carers in national and local carer organisation consultation
events, an online carer survey and national Scottish Government consultation events. In total,
excluding activity on social media, Carers Scotland with the national carer organisations consulted with
568 carers. A full report of carers’ views is contained with appendices from the wider national carer
organisation response, of which Carers Scotland is a contributor.

We have included comments from carers throughout which can be found in the shaded boxes within
each section. These quotes are from carers who took part in the online survey and at consultation
events throughout Scotland.

Introduction

Carers face multiple challenges to their health, wellbeing and quality of life simply because they are
caring. These are exacerbated by poverty (including fuel poverty), loss of employment and lack of
services to support them in their caring role.

Carers are a third more likely to be in poor health than non-carers'. In some areas, for example,
Glasgow City this increases to becoming twice as likely to be in poor health. 18% of those undertaking
more than 20 hours of unpaid care a week reported that they are in poor health®. Research has
consistently evidenced that caring can have a negative impact on health and wellbeing. In a survey of
carers in 2013, 83% said that caring had a negative effect on their physical health and 65% that it had a
negative impact on their mental health. A quarter had suffered an injury.

Caring also has significant impacts on finances and employment. Our latest research® found that vast
numbers of carers are accumulating unmanageable debt as they struggle to cope with loss of income,
savings and benefits alongside rising everyday food, fuel and care related bills. For example, 47% of
carers are in debt as a result of caring and almost half are cutting back on essentials like food and
heating; 59% are in fuel poverty. 60% of carers said that they are neglecting their diet, a third because
of time and a quarter because they cannot afford a balanced diet.

170,112 people in Scotland had given up work to care at some point. Half of working-age carers live in
a household with no-one in paid work.”

! Census 2001
2 Caring in Scotland: Analysis of Existing Data Sources on Unpaid Carers in Scotland, Scottish Government 2010
3 Caring and Family Finances, 2014, Carers UK/Carers Scotland
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It is clear, that despite saving the Scottish economy some £10 billion each year and despite carers’
invaluable contribution to enabling older and disabled people to live independently and safely in their
own homes and communities, much more needs to be done.

Carers Scotland therefore warmly welcomes the Scottish Government consultation on legislation to
better support carers. We hope that our response, and our joint response with the national carer
organisations, will help inform and support these developments. This consultation provides a response
to the main consultation questions alongside additional areas which we believe should be included in
future carer legislation.

In the first instance, we welcome the recognition that carers’ legislation should not be seen in isolation
but must sit with and link with a wider programme of reform and policy development. This should
include strategy and policy linked not only to health and social care but also to other wider social
issues such as employment, social security and pensions and the reduction of poverty including fuel
poverty.

We also believe that it is vital to ensure that these wider reforms are “carer proofed” to ensure that
they do not have unintended impacts on carers. We have, for example, highlighted in the past that
targets to reduce delayed discharge can, in some cases, result in inappropriate hospital discharge with
increased carer burden (often without consultation or adequate social care support) and likelihood of
readmission. We discuss the issue of hospital discharge later in this consultation response.

Summary of Key Points

Carers Scotland welcomes the proposals outlined within the Scottish Government consultation
document. This section provides a summary of areas which we support and further recommendations.
Full details are outlined from page 7 and we have referenced the page numbers of the relevant
content.

Carers Support Plans (Pages 7-11)
1. Carers Scotland supports the proposal to change the name of carer assessment to Carer Support
Plan

2. Carers Scotland supports the proposal to change to remove the substantial and regular test

3. Carers Scotland supports the proposal to change to place a duty on local authorities to offer all
carers a Carer Support Plan. We recommend that a Carers Support Plan should be available at the
carer’s request.

4. Carers Scotland welcomes the proposal to place a duty on local authorities to inform carers about
the Carers Support Plan. However, we recommend that this duty is extended to acute NHS services
and to new integrated primary health and social care services.

5. Carers Scotland recommends that in response to increase take up, it is vital to ensure that local
authority and local carer and community supports are sufficiently resourced

6. Carers Scotland agrees that statutory guidance should underpin the depth of Carers Support Plan
but recommends that the scope should be informed, in all cases, by the needs and wishes of the
carer.



7. Carers Scotland agrees that statutory guidance should be in place to describe what should be
included in discussions for the Carers Support Plan. We recommend that statutory guidance
should legislate for a minimum set of issues to be discussed including, but not limited to:

A carer’s right to choose the level of care (if any) they are willing and able to provide
Support for the caring role

Support for the carer’s health and wellbeing.

Emergency and anticipatory planning

A carer’s right to a life outside caring including education, employment and leisure
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Carers Scotland recommends that the process for reviewing Carers Support Plans should also be
outlined in statutory guidance and that carers should be offered at a minimum, a yearly review,
which they should not be obliged to take up.

8. Carers Scotland welcomes the proposal to legislate for local authorities to have a process for informing
carers of the time it will take until they receive a Carers Support Plan. However, we feel this is not
sufficient to address current lengthy waiting times and recommend that a maximum waiting time for
such a Carers Support Plan should be specified e.g. not exceeding 12 weeks (notwithstanding the
challenges in setting maximum waiting times).

9. Carers Scotland supports the proposals to remove those legislative provisions that place barriers to
carers accessing support including the assessment of “ability to care” and the need for the cared-for
person to be receiving community care or children’s services.

10. Carers Scotland supports the proposal to have an option to devolve the process for undertaking
Carer Support Plans to the third sector. However, we recommend that it must be clear that the
statutory responsibility for responding to need and meeting outcomes remains with the local
authority and a clear process for achieving this must be in place.

11. Carers Scotland agrees that the local authority in which the carer lives should undertake the Carer
Support Plan and seek to recoup the costs from the local authority in which the cared-for person
lives. We recommend that where a carer moves local authority, it would be beneficial for their
Carer Support Plan to remain in place for a period of 6 months whilst awaiting an assessment by
the new local authority.

We agreed that the Scottish Government with CoSLA should provide unequivocal statutory
guidance for local authorities and integrated bodies on this matter.

12. Carers Scotland proposed that the Scottish Government should include a duty within Carer Support
Plans to incorporate emergency and anticipatory planning. This should be built around the
minimum standards and recommendations for such planning outlined in the Picking up the Pieces
study”.

Information and Advice (Pages 12-13)

13. Carers Scotland supports the proposal to place a duty on local authorities to establish and maintain
and information service for carers and young carers. We recommend that there should be a
minimum universal standard for such information services and that that local authorities should be
encouraged to build on existing knowledge and expertise provided by carers centres and services
(including resourcing and enhancing capacity).

° Picking up the pieces: Supporting Carers with Emergency Planning, ENABLE Scotland, September 2012



14.

We recommend that carers play a central role in deciding who should provide the information
service in their area and in developing such support services.

We further recommend that local authorities, health boards and integrated bodies must be
required to ensure that information and signposting to this and other support is easily accessible to
carers in a range of community and health settings.

Carers Scotland does not agree that S12 of the Community Care & Health (Scotland) Act 2002
should be repealed and that dedicated funding for support for carers from NHS Boards must be
maintained.

If Carer Information Strategies are abolished, there must be a requirement for a continued focus
from the health sector in identifying, informing and supporting carers, including directing resources
to carer support as a continuation of current CIS funding.

Carers Scotland identifies the need for clarity and further information on how integration of health
and social care will replace the support that is provided including funding through CIS and the
Change Fund.

Support for Carers - other than information and advice (Pages 14-20)

15.

16.

17.

18.

Carers Scotland believes that the Scottish Government should introduce a duty to support carer
and young carers, linked to an eligibility framework.

Carers Scotland does not believe that the current discretionary power to support carers is
sufficient or equitable. However, local authorities should retain powers to support carers who do
not meet eligibility criteria in order to deliver preventative support.

Carers Scotland recommends that carers must be involved in co-producing an eligibility framework
and that such a framework should be new and not an amended existing one (e.g. for care at home).

To prevent inconsistency and inequity across local authorities, we recommend that this should be a
national framework. This will allow for each area to develop support according to local needs
whilst ensuring there is consistency in criteria for accessing such support. Furthermore, we
recommend that this framework is flexible enough to take account of the complexities of people’s
caring role and their life outside caring.

Carers Scotland believes that the Scottish Government should introduce a duty on local authorities
to provide and promote short breaks, again linked to an eligibility framework. We also support the
proposal to place a duty on local authorities to publish and promote a short breaks statement.
Carers Scotland recommends that there is clear guidance produced on the provision and
development of short breaks including an agreed definition.

In order to avoid the unintended consequences and to strengthen the duty to provide carers and young
carers with support (including short breaks), Carers Scotland recommends the following is included in
proposed carers legislation, regulations and guidance to ensure that the duties produce the positive
outcomes intended.

(a) Resources must be found and allocated to carer support, whether from existing budgets or through
the allocation of additional resources. We propose that Joint Strategic Commissioning Plans should



clearly outline what resources are available to support carers and that a percentage of available
resource should be directed towards carer support.

(b) National eligibility criteria - As previously stated we believe that the eligibility framework and
eligibility criteria should be developed nationally and that it is essential that they are co-produced by
carers

(c) Preventative Support — The introduction of an eligibility framework must not have a detrimental
effect on the availability of preventative support. Eligibility criteria must take account of the need
for preventative support. In addition local carers’ strategies should also outline their plans for
providing preventative support to carers.

(d) Timescales —We believe there should be a maximum waiting time between carers meeting eligibility
criteria and receiving support

(e) Portability — When carers move from one local area to another they face the daunting task of
starting again from scratch in getting support put in place. This is counterproductive and a waste of
resources. We propose that a carers entitlement to support should be transferred from one local
authority to another when they move and should only be reviewed if their circumstances change

Stages and Transitions (Pages 20 & 10-11)

19. Carers Scotland agrees that guidance for agencies undertaking the Carer Support Plan or Child’s
Plan should include guidance on managing stages of caring. To respond to situations where
support is required quickly, we recommend that this guidance must also specify what the
procedure is for emergencies or unexpected changes in the caring situation, where support is
required immediately. (see also No.12)

20. Carers Scotland agrees with the proposal to put a Carer’s Support Plan in place for young carers
before they reach age 18. We recommend that an initial assessment to ascertain whether the
young carer will continue to care as an adult will begin earlier, in line with transition planning for
children with disabilities which begins at age 14. We further recommend that young carers not
already known to services until after their 16" birthday should have a Carer Support Plan carried
out as soon as possible so that support will be available as soon as they become eligible.

Carer Involvement (Pages 21-23)

21. Carers Scotland supports proposals to place a duty on integrated and non-integrated bodies to
include adult carers in the planning, delivery and shaping of services. This involvement must be
meaningful and sufficiently resourced. Young carers should also have the opportunity to be
involved in shaping services and appropriate methods should be developed to enable this.

22. Carers Scotland supports the proposal to ensure that adult carers and carers’ organisations are
involved in the development of local carers’ strategies. We recommend consideration as to how
these local strategies can be connected to the national carers’ strategy.

23. Carers Scotland also believes that young carers strategies should also be developed and young
carers should be involved in their development.

24. As part of the development of carers’ strategies, Carers Scotland believes that local authorities
should also be required to ensure that there is a sufficiency of services in their area to meet the
needs of carers and young carers. This should include a definitive list of universal, free services
that area available to all carers and this should form the core services provided by carers centres
and services. Existing carers services should be supported and resourced.



25. Carers Scotland supports the proposal to enhance legislation to place a duty on local authorities
and health services to involve carers in care planning for the person they care for an in shaping the
support they need to manage their caring role.

Carer Identification (Pages 24—26)

26. Carers Scotland believes that there should be a legislative requirement for GP practices to develop
a register of carers within their practice. In addition to this identification, GP practices should be
required to proactively refer carers for assessment and support, which should also be recorded on
the individual patient record.

We further recommend that the carers register should trigger an offer of an appointment for the
carer every 6 months to determine if the caring situation has changed and whether additional
support is needed for the carer’s own health and wellbeing.

27. Carers Scotland recommends that attention is given to the opportunities afforded by integrated
systems (including IT) between health and social care to sharing information and maximise the
reach of any carers register and carer identification.

28. Carers Scotland believes that GPs should be required to report annually to their respective health
boards on compliance with the GP contract.

We agree in turn that health boards should report on this compliance to the Scottish Government
providing information on number of carers identified, referred for assessment and how many 6
monthly reviews of carers health and wellbeing have been undertaken.

29. Carers Scotland agrees that good practice should be promoted amongst health but believe that this
will only be effective if combined with a duty on health boards as detailed above.

Additional Proposals (Pages 27-29)
30. Carers Scotland recommends a legislative duty be placed on health boards, and other relevant
partners, to inform and involve carers fully in hospital admission and discharge procedures.

Despite the existing Scottish Government protocol on hospital discharge, practice across Scotland
differs widely and very often is to the detriment of carers. Carers Scotland therefore strongly
advocates that hospital discharge must begin at the point of admission with the full and active
involvement of carers. Where necessary, support must be provided to the carer to ensure that
their views are taken into consideration.

Discharge planning must take account of the level of care that carers are willing and able to
provide and should put in place additional support or replacement care where required. This
includes effective support where the carer has been a patient and requires appropriate recovery
and recuperation time.



1. The Carer’s Assessment (Carers Support Plans)

(a) Response to main proposals

There are a number of proposals to change Carers Assessments to increase take up and encourage carers to
come forward for support. In recent research’ more than a third of carers were receiving no practical
support, with more than 80% saying that caring had made their health worse; 40% have given up work to
care.

In earlier surveys with carers in the development of the Carers Rights Charter’®, we found that despite a
legislative duty to offer carers assessments, only 38% had been offered an assessment with 18% offered a
self-assessment. However, of those offered an assessment only a third had actually received one.

More than half of carers said that their carer’s assessment was useful (27%) or partly useful (38%). However,
the majority (69%) reported that their assessment led to no new support for their caring role.

We therefore believe this is vital to extend access to Carers Support Plans to ensure that carers have the
right support, at the right time, to help them care and have a life outside caring.

In the first instance, we support the name change from Carers Assessment to Carers Support Plan*’. We
believe that this more accurately reflects their purpose which should be to plan what support can be
provided to help carers manage their caring role. Many carers do not like the term Carers Assessment and
this is reflected in the response to our survey of carers where a large majority (86%) agreed that this was the
right approach.

We support the removal of the regular and substantial test** and the proposal to place a duty on local
authorities to offer all carers the Carer Support Plan. This is supported by carers with whom we consulted
with 99% being in favour of this approach. This duty should also extend to integrated bodies once
implemented. We agree that a Carers Support Plan should also be provided at the carer’s request.

“If it is not a duty, it won’t happen.”

“It is important to remove the ‘reqular and substantial’ test and extend Carers Support Plans to all carers.
This will mean early identification and should help more carers receive appropriate support. The support plan
should be based on carers needs and be regularly updated to ensure that, as young people and carers grow
older, plans continue to meet needs. It is essential that carers are given support to have lives outside caring.”

We believe that this will enable carers to access the information and support they need earlier, preventing
greater cost at a later stage. However, it is vital to ensure that in responding to increased take up, local
authority and local carer and community supports are sufficiently resourced.

“Monies given to local authorities should be ring-fenced for the Carers Support Plan.”

“Prevention must remain at the heart of Carer Support Plans and eligibility criteria must reflect that so
councils do not default to crisis only intervention or set the eligibility criteria so high that only carers in
desperate situations get a Support Plan completed.

% State of Caring 2013, Carers UK/Carers Scotland

10 carers Rights Charter: Carers Survey which asked the views of carers on their knowledge of their rights and their experience of
accessing them. 542 carers took part from across Scotland

1 Chapter 2 Question 1 in consultation

12 Chapter 2 Question 2 in consultation




We agree that statutory guidance should underpin the depth of Carers Support Plans but that the scope
should be informed, in all cases, by the needs and wishes of the carer. The majority of carers (85%) with
whom we consulted also agreed that statutory guidance was required and with the proposal to have
different levels/depths of Carer Support Plans (89%).

“All carers should have the same opportunity to identify areas where support may be needed. If a lower level
is used the carers may not be aware of all the support which may be suitable/available.”

“Each carer’s role is different, with different needs and help required. The support plan should meet the
needs of the carer and the cared-for person and should be unique to their needs.”

“Yes because things vary and it also depends on the context of the carer’s other commitments.”

Furthermore, we agree that statutory guidance should be in place to describe what should be included in
discussions for the Carers Support Plan, not least a carer’s right to choose the level of care (if any) they are
willing to provide and their right to a life outside caring. When we surveyed carers® less than a third knew
that they could decide what level of care they were willing and able to provide and only 8% had been told
that they were able to make choices about their caring role. In our parallel survey with providers, 70% of
professionals knew that carers had this right but only 16% said that in their experience carers were
informed.

In supporting proposals for statutory guidance, we have some concerns at the proposal not to legislate for a
minimum set of issues to be discussed. We believe that this may result in inconsistency. In our
consultations with carers, 96% said that the Scottish Government should legislate to provide a minimum
standard for issues to be discussed. These should include issues such as choice, support for the caring role,
emergency and anticipatory planning (see Section 1 c) and carers’ wider life such as

Moreover, whilst we welcome an improved approach to legislate for local authorities to have a process for
informing carers of the time it will take until they receive a Carers Support Plan, we are unsure that this will
solve the current situation where carers can wait many months (indeed years) for their Carers Assessment.

Whilst we recognise that there are challenges in setting maximum waiting times, not least that it may
become a standard waiting time, we believe that there should be some consideration of a reasonable
timescale (e.g. not exceeding 12 weeks) to ensure that carers do not reach crisis point before they receive
support. This timescale should reflect both the time for local authorities to undertake an assessment and
also to provide services that carers are eligible for."

“They should also agree a timeframe and not have people waiting weeks.”

“Been trying to get help for 15 months. There should be a published process which is consistent. This should
also have a timeframe in which this must be done.”

The process for reviewing Carers Support Plans should be clearly outlined in statutory guidance. The carer
should be offered the opportunity for a yearly review, as a minimum. However, they should not be obliged
to take this up.

B carers Rights Charter: Carers Survey which asked the views of carers on their knowledge of their rights and their experience of
accessing them. 542 carers took part from across Scotland
1 Chapter 2 Question 6 in consultation




We welcome the duty that will be placed on local authorities to inform carers about the Carers Support
Plans. However, this duty should be extended to acute NHS services and to new integrated primary health
and social care services.

“Identification of a carer is crucial for their entry into the systems that will support them. As we have no idea
how much care carers will provide from day one, due to the nature of medical condition(s) of the cared-for
person, it should be the duty of both the NHS and local authorities to be aware of carers and provide
information from the first point of contact.”

We support the remaining proposals to remove those legislative provisions that place barriers to carers
accessing support including the assessment of “ability to care” and the need for the cared-for person to be
receiving community care or children’s services. > In our consultations with carers, the majority agreed that
the provisions to remove the need for the person they care for being in receipt of services (51%) and
reference to a carers ability to care (96%) were welcome.

“If the cared-for refuses help or cannot access help, then the carer’s needs still to have an assessment in their
own right.”

“It would be wrong to exclude any carer because the person they care for perhaps doesn’t want community
care or other support. These are perhaps the carers who need support most of all.”

“Yes it shouldn’t matter that those you care for don’t receive any other services. That might be down to
choice, the carer may not have been given a choice or local cutbacks will lead to the person being cared for
not receiving services. The carer may still have a caring role and may need support.”

“Previous Carers “Assessments” in West Lothian felt more like an examination of the carer’s competence and
ability to care. | never felt it was supportive.”

“I would however like to be reassured that if I’'m old and frail, | won’t be left to move and handle my some.
We should be aware of the carer’s capability to undertake caring tasks rather than judge their ability for
tasks. However, training should be provided where tasks require training for professionals.”

In responding to our consultation, many carers highlighted the importance of ensuring that not only was a
Carer Support Plan provided but that the support and outcomes identified must be met. This is discussed
further within this response under proposals around a duty to support carers.

“...Getting to local authorities to actually DO anything with this assessment is the problem. All too often the

assessment is marked; ‘no service available’.”

“...this duty to offer [a carers support plan] must be coupled with a duty to deliver the services required to
meet needs identified. Where those needs cannot be met — given current resource restrictions — this ‘unmet
need’ must be identified as such so that the duties and provision of the Support Plans meaningfully contribute
to the long term planning and commissioning, otherwise pretty pointless!”

We also support the option to devolve the process for undertaking Carer Support Plans to the third sector.
However, our position is that there needs to be an understanding that the duty remains with the local
authority and there must be a clear process for responding to the needs identified through the assessment.
In practice, this should include identified workers within the local authority linking with the relevant third
sector organisations. Devolved Carer Support Plans must also have the same standing as those undertaken
by statutory bodies.

> Chapter 2 Question 3 and Question 5 in consultation




“Carers Centres are best placed to carry out carer support plans as what they do is all based around carers’
needs.”

(b) Carer and cared-for person living in different local authority areas®

When a carer lives in a different local authority area than the person they provide care for, a number of
issues may arise which require clarification. Caring at a distance also raises the question about which local
authority should provide support to the carer. This is not a significant issue at the moment as most local
authorities do not provide direct support to carers but may become more of an issue in the future, subject to
legislative change, i.e. the proposed duties on local authority to carry out carer support plans and provide
support to carers. Local authorities must also consider who meets the cost of undertaking the Carers
Support Plan and in funding and providing support.

It is likely that ‘caring at a distance’ will increase due to changing family structures and migration patterns.
In addition to providing care, families may have to contend with long journeys and the additional emotional
strain on not being ‘on hand’ should an emergency arise.

The Scottish Government have not taken a decision on this, acknowledging this is new territory for them.
However, it recognises that it might be more practical for the local authority in which the carer lives to
undertake the Carer Support Plan and to collaborate with the local authority in which the cared for person
lives. It is also suggested that the local authority in which the cared for person lives might reimburse the
local authority in which the carer lives for any support provided to the carer.

We agree that the local authority in which the carer lives should undertake the Carers Support Plan and seek
to recoup costs from the local authority in which the cared for person lives. In some situations, the carer
may move from the local authority they live in to the local authority of the cared for person. In these
circumstances and where the carer’s original local authority has carried out an assessment, we believe it
would be beneficial for the Carers Support to remain in place unless the carer’s circumstances or needs
change. This will provide continuity of support to the carer to ensure they are not left unsupported.

We agree that the Scottish Government, with CoSLA, should produce statutory guidance for local authorities
and integrated bodies on this matter. We believe that this guidance should be unequivocal to ensure that
carers and those they care for are treated equitably no matter which local authority area they live in.

(c) Emergency and Anticipatory Planning

The need to ensure carers are able to discuss and plan for emergencies has been recognised by the Scottish
Government, CoSLA and partners in the Strategy for Carers in Scotland in 2010 as an important element of
supporting carers. We believe that the proposals on Carers Support Plan must include a duty to incorporate
emergency and anticipatory care planning.

Enable Scotland in their report “Picking up the Pieces”*® recognised that many carers do not have a written
plan for an emergency or should something unexpected happen. The report found that whilst some carers
may have informal arrangements, such as support from friends and families, there were key groups of carers
who were particularly at risk and for whom an emergency situation may indicate a future crisis situation, for
example, deterioration in the carer’s health or an increased in the needs of the cared-for person. Moreover,
the research found that only 2 out of 16 respondents said that a policy on emergency planning existed in
their area, although the majority stated that emergency planning should have a high priority

1 Chapter 2 Question 7 & 8 and Chapter 9 Question 23, 24 and 25 in consultation

1710.10 This is linked to emergency planning - a rapid response service - when there is a need for such a service. Carers should be
supported in proactive planning for emergencies and unexpected events.

1 Picking up the pieces: Supporting Carers with Emergency Planning, ENABLE Scotland, September 2012
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The National Minimum Information Standards also clearly identify that a Carer’s Assessment (in the future
Carers Support Plans) should include information “determining whether the caring role is sustainable and
should identify current and potential risks to the carer’s health and wellbeing as a result of the caring role.”
The Standards include key questions on supporting the caring role and planning for the future. These are:

Supporting the caring role

1. Are there any measures in place for emergency or crisis planning?
2. If yes, what are these measures?

3. If not, what would need to be done if an emergency arose?

The future (explore concerns and plans for the future)

1. Are there any potential changes in the future, which may affect your caring role?
2. If yes, what are these?

3. What can be done to address this?

4. What are your hopes and plans for the future?

We propose that the Carers Support Plan should include a duty to incorporate emergency and anticipatory
care planning. These minimum standards and the recommendations for emergency and anticipatory
provided within “Picking up the Pieces”, informed by carers, offer a way forward to achieve this.
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2. Information and advice

(a) Information and advice

Carers Scotland agrees that local authorities should ensure that information and advice about the Carer
Support Plan (and for support to carers and young carers) is provided. We therefore support the proposal to
place a duty on local authorities to establish and maintain an information service.

However we have concerns that local authorities may try to establish their own services in order to reduce
costs, rather than resourcing and supporting existing carers’ services. Carers’ centres and services have a
very important role in supporting carers, and whilst this proposed duty includes a stipulation that
information should be provided about support to carers provided by the third sector, we believe that this
does not go far enough towards recognising this important role. As most areas in Scotland have a carers’
centre or carers’ service, these services should be supported to continue their work as they have already
established a local presence.

Carers who responded to the online survey and participated in consultation events were significantly in
favour of the proposal to place a duty on local authorities regarding information and advice provided to
carers, provided that carers’ centres and services were not overlooked.

“They should have a duty to inform re: services available such as respite, community care, benefits. They
should have a duty to ensure that a good quality service exists.”

“The carers centres are well set up to do this work and their expertise should be recognised and paid for.”

“Worries about how this duty will be interpreted by councils but with this one | think there is
huge role for the third sector to be involved.”

If there is to be a duty placed on local authorities to establish or maintain information and advice services for
carers, there must be a corresponding universal standard for carer information and advice services. This
should be the minimum standard for any new services to provide.

The range of information and advice available from a service would have to be broad enough to cover a
whole range of caring situations and all aspects of carer support. Independent carers’ centres and carers’
services can already provide expert information and advice at this level. In most situations, it will be better
to support an existing service that has a well-known presence in an area.

Carers must also play a central role in deciding who will provide the information service in their area, taking
account of existing services and recognising the strengths and benefits of existing services. This may be
covered by the proposals around carer involvement in service planning and delivery, but the importance of
involving carers in service design, planning and delivery must not be overlooked.

In addition, whilst supporting the capacity of existing carers’ services to provide information and advice to
carers, local authorities, health boards and integrated bodies must be required to ensure that information
and signposting to this and other support is also easily accessible to carers in a range of community settings.

“It is the local authority’s duty of care to the care to make sure that all relevant information is easy for the
carer to obtain whether it be online or ledflets in GP surgeries, libraries, post office, hospitals etc.
Maintaining and updating information is also important.

1 Chapter 3, Question 7 in the consultation
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“Not only should they establish and maintain an information and advice service but local authorities should
be ensuring that carers know about it, promoting it far and wide, through voluntary sector organisations and
community settings where carers and people go e.q. libraries, health centres, post offices, banks, shops,
council offices, police stations, bus stops, local village shops etc.”

(b) Carer Information Strategies

Carers Scotland does not agree that Section 12 of the Community Care & Health (Scotland) Act 2002 should
be repealed®®. We believe that support for carers from NHS Boards must be maintained. However, if
dedicated funding for Carer Information Strategies is abolished there must be a continued focus from the
health sector in identifying, informing and supporting carers, including directing resources to carer support
as a continuation of current CIS funding. Many Health Boards provide carers’ centres, other carers’
organisations and condition specific groups with funding through Carer Information Strategies to provide
information to carers.

During our consultation with carers, we found that some were not really aware of the existence of Carer
Information Strategies and were not sure how the proposed repeal would affect them. However, the
majority of carers in our survey (75%) were against repealing Carer Information Strategies.

“Health boards are still slow to understand the needs and role of carers and involve them fully. The duty to
provide information keeps them focused on the existence of carers”

“CIS required [to continue] at least until there is more evidence of how the integration of H & SC is working on
the ground”

“Carer information strategies help ensure that money is used for carers. It is essential that carers and carer
organisations are included at strategic level.”

“CIS: must get feedback from services so they know how much £ is needed, then ring fence it.”

Carer Information Strategies have been a good way of ring-fencing money to support carers and there is a
risk that Health Boards will not protect money for carer information, advice and training without this. Carer
Information Strategies have also been effective in raising awareness of carer’s issues within health services
and we are concerned that without such a focus, that progress made will be lost. Carers and carers’
organisations must be involved in local planning whether or not Carer Information Strategies are withdrawn.
There is a commitment to involve carers and carers organisations at strategic and locality level within new
integrated arrangements but we remain concerned that this may not involve them in sufficient depth. We
believe that the mechanisms for directing resources to carer support must be nationally agreed and
embedded within the new integrated partnerships to ensure that health boards and local authorities are
able to respond to the requirements of their local communities.

Additionally, it is unclear from the consultation paper about how integration of health and social care will
replace the support that is provided including funded through Carer Information Strategies and indeed the
Change Fund. Not only are mechanisms to embed support within new integrated partnerships needed but
we would need to hear more information on exactly how the Government would ensure that the funding
they provide is protected.

“Recognise 3" sector as equal partners in integration and give them the status they deserve in partnerships
at a strategic level.”

0 Chapter 3 Question 8 of consultation

13




“Need to continue and learn from good practice and share. This is an evolutionary thing that can be more
integrated in the future.”

3. Support to Carers (other than information and advice)

(a) Duty to Support

Carers Scotland believes that the Scottish Government should introduce a duty to support carers and young
carers, linked to an eligibility framework.?! We believe that the existing discretionary power is insufficient
and will lead to inequality not only across Scotland but also within individual local authority areas.

“We don’t really want that much — some acknowledgment and a little support”

The majority of carers who either attended a consultation event or responded to the national carer
organisations’ online survey indicated that they agreed with the proposal to introduce a duty to support
carers and young carers linked to an eligibility framework.

*  94% of carers who responded to our online survey gave a positive response
e 100% of carers who attended Stirling, South West Glasgow, Alloa, North Lanarkshire and Borders
consultation events

e  63% of participants who attended the Coalition for Carers event supported this proposal.

“Carers are frustrated that they have a right to a carer’s assessment but no right to the support and
resources they are assessed as needing”

Carers were clear that they wanted a right to support and greater transparency in regards to what level of
support they are eligible for. They understood that by introducing an eligibility framework this could result
in some people losing out, either because they do not meet eligibility criteria, or because the level of service
they currently receive could be reduced. However, they felt that this was a fairer way of allocating resources
and would help to address the postcode lottery and bring some clarification to the question ‘What am |
entitled to?’

“I have real reservations about how this will be interpreted but the need for a duty to provide
services either directly or indirectly is clear.”

Where carers do not meet eligibility criteria there was universal support for local authorities and integrated
bodies to have a discretionary power to support carers in these circumstances. This would include forms of
preventative support, such as support from a local carer organisations or condition specific organisation,
short break voucher or grant schemes or signposting to local community support.

“There should be a duty to support carers against an eligibility framework, but local authorities should still
have a power to support carers who don’t meet all the necessary criteria.”

z Chapter 4, Question 9 and Question 10
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Carers were clear about why they supported a duty rather than a power to support carers.
This included:

e Ensuring that carers know what support they are entitled to and finding it easier to navigate the system
and access appropriate support.

“It should be a duty to provide a break for carers, and carers should not feel like they are begging”

* Achieving greater consistency in the support available to carers from one local authority to another.
Indeed there are often inconsistencies in the support carers can access within local authority areas,
either because it is dependent on the care manager, the tenacity of the carer in accessing support, or the
suitability of available services for the cared-for person. In research by Carers UK?, nearly Carers UK
State of Caring Survey (2013) found that nearly a third of those caring for over 35 hours a week receive
no practical support with caring.

e Carers felt that the government’s decision to bring forward legislation for carers was an important step
in recognising carers and their contribution to society. It also recognises the need to support carers and
places a statutory responsibility on local authorities (and in future integrated bodies) to support them
for the first time.

“| feel it is important that a Duty is placed on the local authorities to recognise the role | play and should
provide me with appropriate supports which meet my needs”

* Investment in services and a better use of resources by local authorities, including investment in
preventative support. If local authorities (and integrated bodies) have a duty to support carers there will
be a greater onus on them to ensure they have a sufficiency of supply in their area. Many carers we
spoke to believed that money could be spent more wisely within the current system and those savings
could be re-invested. However they also believed additional resources would be required and that local
authorities should invest in carer support with a view to sustaining the caring population. This
investment must be weighed against the known benefits of preventative support and the savings made
by crisis prevention and avoiding the need for more costly interventions.

“Impact will be that more resources will be required or existing resource will be diluted (a see-saw effect)
However, if done in partnership between local authority and health with pooled budgets it will achieve
better outcomes for people”

Supporting carers’ health and wellbeing: Research by Carers UK*® also found that 84% of carers
surveyed said that caring has a negative impact on their health. Accessing quality, timely support can
help to maintain a carers’ health and wellbeing, yet the study Rest Assured® found that the barriers
preventing carers from asking for help included: a lack of appropriate provision, guilt and uncertainty
about eligibility criteria.

* Supporting carers to maintain or enter employment: 170,112 people in have given up work to care
at some point. Half of working-age carers live in a household with no-one in paid work.” Carers
often spoke about giving up work as a result of a caring crisis, like a hospital discharge or a fall, and

2 state of Caring 2013, Carers Scotland/Carers UK
23, .
ibid
% Rest Assured: A study of unpaid carers’ experiences of short breaks 2012, IRISS, Shared Care Scotland, Coalition of Carers in
Scotland and MECOPP
» Caring and Family Finances Report 2014, Carers Scotland/Carers UK

15



then being unable to return to work. Caring also has an impact on the type of work carers are able
to manage. It is a significant contributor to part-time working, particularly amongst women, who
are often only able to work for just a few hours a week alongside caring. Of carers who had given
up work to care, half cited problems with accessing suitable care services as a reason they gave up
work or reduced working hours.

Enabling carers to challenge decisions: One of the frustrations carers experience at the moment is that
when they are told there is no support available to them, there is no way for them to legally challenge
this, as there is no statutory responsibility to support them. Many carers expressed the view that they
would like ‘to know where | stand’ and be able to challenge decisions. A duty would begin to set out
what carers can and can’t expect in relation to available support

(b) Eligibility Framework

Whilst the majority of carers support the proposed duty and believed it would produce positive outcomes
for them, there were still concerns that it has the potential to result in some negative impacts for carers.
Most concerns centred on the development of the eligibility framework, the successful implementation of
the duty and what resources would be available to support it.

These included:

Eligibility criteria may prevent carers getting a service
Carers were concerned that the eligibility to receive support may be set too high; meaning only carers in
crisis would be able to access support.

Locally developed eligibility criteria may result in huge variation

Carers were very keen that the legislation would reduce the inequality faced by carers across Scotland
and lead to greater consistency in accessing support. However, they felt that if each local authority was
responsible for developing their own eligibility criteria, this would not reduce inequality and there would
still be the potential for massive inconsistencies within the system, with carers from one local authority
able to access a much higher level of service than those in another. They were comfortable with the
idea that each area may develop different types of support, according to local need, but were not
persuaded that there should be variation in the eligibility criteria. This view was unanimous across all of
our consultation events.

“A centralised (national) criteria is absolutely essential because it is currently disjointed resulting in unfair
approaches in some areas. There should be a minimum offer of support so that nobody receives less than
the minimum”

“Eligibility criteria must be national — don’t want people moving area to get a better service”

Eligibility criteria may not take into account the complexities of people’s caring roles and their life
outside of caring and carers may not be involved in development of criteria

There was an understanding that developing eligibility criteria is a complex area, particularly for carers,
who are a diverse group and whose caring roles are also extremely varied. There are many factors that
would need to be considered. One thing is certain, it would not be a simple case of using existing
eligibility frameworks, such as those used for other care groups.

Any eligibility criteria needs to take into account the complex nature of caring, including:

0 The intensity of the caring role
0 The impact of the caring role on the carer
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0 Other factors outwith the caring role which impact on the carers life, such as other dependents,
employment status etc.

0 The carers health and wellbeing

0 Additional risk factors such as the age of the carer and any progressive nature if the cared-for
person’s condition

0 It must take into account the carers willingness to care and their ability to have a life outside
caring.

Carers were clear that they should play a central role in the development of an eligibility framework as
they are the experts in knowing what factors can impact on a person’s life and contribute to them
requiring support in their caring role. It is not as simple as looking at the number of hours caring or the
intensity of the caring role.

“This needs to be very carefully considered - with input from people who know what it is like to be in the
situation. It is also vital to be aware that people have different strengths - situations that one person can
cope with could be beyond endurance for someone else and this has to be taken into account.”

“Any framework should be produced jointly with carers and be at '‘National’ level on just local which could
lead once again to post code lottery support plans.”

“Any eligibility criteria should be transparent and carers should be involved in agreeing them, reviewing
their implementation and auditing the accruing evidence of efficacy”

Carers may not be able to access their rights

Carers were on the whole enthusiastic about the introduction of legislation, but some were cynical
about its successful implementation. There were concerns that even if the duty to support was
introduced, it would not be acted on and local authorities would not be held to account. This same view
was also expressed by workers within statutory services who said ‘It won’t happen even if carers get
rights’

“Where a duty is put in place, it is important Local Authorities adhere to it. There needs to be sanctions
for those who do not provide carers with their rights.”

Much of the success of the legislation will also be dependent on staff knowing about it and carers being
informed of it. There is definitely a need for staff training; several carers expressed the view that this
should be mandatory for all staff from statutory agencies.

Overall carers felt that a duty to support and clear eligibility criteria would cut down on bureaucracy and
carers having to jump through hoops to receive support. However, some thought that it could have the
opposite effect and result in greater bureaucracy, form filling and gatekeeping.

(c) Short Breaks

The majority of carers (some 95%) who either attended a consultation event or responded to our online
survey indicated that they supported the proposal to introduce a duty on local authorities to provide and
promote short breaks linked to an eligibility framework?®

A majority of carers were also in favour of the proposal to impose a duty on local authorities to publish and
promote a short breaks statement there was a similar response. 93% of people who responded to our

% Chapter 4, Question 11 in consultation

17




survey supported it and over 95% of carers who attended consultation events also indicated that they
supported this proposal.

Similar to the proposal to introduce a duty to support carers and young carers, the proposal to introduce
specific duties in relation to short breaks was welcomed by carers and was seen to be an important step
forward. Carers see the duty as a way of achieving greater consistency in accessing short break services,
having firm information on what they are entitled to and encouraging a greater focus from local authorities
in developing quality short break services which would address their individual needs.

Carers particularly welcomed the proposals around short breaks is because of the difficulty carers have in
accessing a short break service. The research report ‘Rest Assured’ *’ found that over half of survey
respondents (57%) had not had a break from caring. Black and minority ethnic (BME) carers were even less
likely to have had a break than carers overall with 63% reporting that they had not had a break from caring.

A significant barrier was the difficulty carers experienced when engaging with statutory social services.
Carers at our consultation events cited various barriers to not being able to access a short break, including
lack of information, ‘didn’t know about short breaks’ being told they weren’t eligible and there being no
suitable provision available locally.

“Stop the endless waiting for a break, waiting for a person to leave to get their place (NCO survey)
At present this is a postcode lottery.”

“I had to kick, scream, shout to get what | have got, and even then | was told that these places were so hard
to come by, and they are quite often kept for emergency cases. But my point was who is to say that | am not
going to become an emergency case if | don’t get it?”

Carers who had been able to access a short break greatly valued it as ‘something to look forward to’ enabling
them to ‘re-charge their batteries’ and as a life enhancing experience.

“Getting this in the last couple of years has made a huge difference to my husband and myself - a little bit of
'breathing time' is wonderful. It would have been much easier for my daughter to adjust to it if it had been
offered earlier - but she now looks forward to her respite breaks after a shaky start.”

Short Break Statements

The proposal to introduce a duty on local authorities to publish and promote a short break statement was
seen as a positive way of addressing the lack of available information on short break provision. This was
also identified as an issue by carers who contributed to ‘Rest Assured’”® which found that not knowing how
to access a short break was the most common barrier to receiving support (43%)

“Not enough clear promotion of short breaks is available, online or nothing is often the case and people still
hear about services by word of mouth. Even when the local authorities provides or funds the service this is the
case, definitely need to continue this provision and get a lot better at promoting it.”

“All local authorities should have a shared directory of all available breaks. There should be equitable cross-
charging across all local authorities”

7 Rest Assured, A study of unpaid carers experiences of short breaks, IRISS, Shared Care Scotland, COCIS, MECOPP, 2012
% Rest Assured, A study of unpaid carers experiences of short breaks, IRISS, Shared Care Scotland, COCIS, MECOPP, 2012
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There were however some concerns expressed by carers in relation to introducing a duty on local authorities
to provide and promote short breaks and publish a short breaks statement. They included concerns around
the development of an eligibility framework, ensuring there are adequate resources for implementation, not
undermining the ability for carers to access preventative services, ensuring processes are simple and easy to
navigate and above all that carers are able to access any new rights.

In addition there were particular concerns raised in relation to short break services:

* The definition of short breaks: The term short breaks is a confusing one for many carers and is not
descriptive of the many types of support which can be accessed. Many carers explained that they
required flexible services to accommodate their particular needs, so the definition of short breaks would
need to be broad and this would need to be made clear in guidance.

e Being able to access appropriate support: This was again a recurring theme, with one carer stating:
“There is no point in having a duty if carers can’t get access to the type of break they need”. The study
Rest Assured® found that a key barrier uncovered through the focus groups and interviews was a lack of
appropriate provision for the cared for person. In some cases, what was offered was unacceptable
because it was of poor quality or because it was age-inappropriate, resulting in carers turning down

These findings were replicated in the 2013 ‘State of Caring Survey’ by Carers UK which found that 46% of
carers had raised concerns about poor quality care services.

Strengthening the Duty to Provide carers and young carers with support

In order to avoid the unintended consequences described, Carers Scotland in line with our joint response
with the national carer organisations recommend the following is included in proposed carers legislation,
regulations and guidance to ensure that the proposed duties produce the positive outcomes intended.

* Resources —In order for the duty to support carers and provide and promote short breaks to be
successfully implemented, resources must be found and allocated to carer support, whether from
existing budgets or through the allocation of additional resources. We propose that Joint Strategic
Commissioning Plans should clearly outline what resources are available to support carers and that a
percentage of available resource should be directed towards carer support.

* National eligibility criteria - As previously stated we believe that the eligibility framework and eligibility
criteria should be developed nationally and that it is essential that they are co-produced by carers

*  Preventative Support — The introduction of an eligibility framework must not have a detrimental effect
on the availability of preventative support. Eligibility criteria must take account of the need for
preventative support. In addition local carers’ strategies should also outline their plans for providing
preventative support to carers.

* Timescales — Many carers have faced long delays in accessing an assessment and then having the
support they require put in place. This causes stress and undermines the benefits of support. We
believe there should be a maximum waiting time between carers meeting eligibility criteria and receiving
support

*  Portability — When carers move from one local area to another they face the daunting task of starting
again from scratch in getting support put in place. This is counterproductive and a waste of resources.
We propose that a carers entitlement to support should be transferred from one local authority to
another when they move and should only be reviewed if their circumstances change

# Rest Assured, A study of unpaid carers experiences of short breaks, IRISS, Shared Care Scotland, COCIS,
MECOPP, 2012
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¢ Definition of Short Breaks — The guidance needs to include a clear definition of short breaks which
should be as broad as possible, enabling carers to exert the maximum choice in relation to accessing a
personalised service

* Suitable Provision — The success of these new duties for carers will be dependent on the quality of the
services they are able to access. Carers need to be treated as equal partners and involved at a strategic
planning level and in decisions around local strategic commissioning,

* Sanctions — We believe the duty to support carers would need to be carefully monitored and sanctions
must be imposed on local authorities who fail to comply. The government should work with local
authorities to monitor implementation and ensure compliance

e Training —If carer legislation is to be successfully implemented staff will need to be fully trained and
aware of their new duties and responsibilities. Otherwise carers will still struggle to access support.
Staff training in carer awareness should be mandatory and should build on the EPiC model.

4. Stages and Transitions

(a) Stages

Carers experience different challenges at different stages in their caring role, and recognising these
challenges and planning for them (where possible) ensures that support provided to carers is appropriate
and suitable. Carers Scotland agrees that guidance for those agencies undertaking a Carer’s Support Plan or
Child’s Plan will be beneficial for carers and ensure that changes in stages of caring are managed
appropriately and where possible, planned for.*

“All change is difficult to cope with and anything that can have planned transition intervention is to be
welcomed. However it is also important to be able to react promptly to changes outwith transitional stages
so that support is given when required most.”

“The important thing is that carers should be involved in planning, implementation and
management of such.”

“They should also take account of the educational and employment requirements of carers and the effects of
caring on costs, income, pensions etc.”

Carers agree that guidance on managing stages of caring should be developed for those undertaking the
Carer’s Support Plan (or Child’s Plan) — 95% of respondents to the online questionnaire were in favour of the
introduction of this guidance.

Carers must be aware and informed of their right to request a review to their Carer’s Support Plan. However,
sometimes a caring situation can change so quickly that relying on a Carer’s Support Plan to manage these
changes and provide the right support will not always be quick enough to support the carer. The guidance
must specify what the procedure is for emergencies or unexpected changes to the caring situation, when
support needs to be put in place immediately, and local authorities must be prepared to deliver this kind of
support.

[...] “we do need local, flexible action, personal autonomy, and fast access to professional accredited
resources like residential respite in an emergency.”

“Carer support plan needs to be renewed regularly — there should be a duty to do this.”

30 Chapter 5, Questions 12 of consultation
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“They have to be committed that the information will be used to support the carer and the service user.”

As discussed in detail on page 6 of this response, Carers Scotland recommends a commitment to ensuring
that emergency and anticipatory care planning is always included in a Carer’s Support Plan.

(b) Transitions

Young carers who become adult carers can face significant challenges. Adult carer support services are not
always suitable for young people, who may be put off if other carers they meet through peer support groups
etc. are older or do not have similar caring situations or lifestyles. Young adult carer services that work with
carers aged 18-25 are not universally available across Scotland, although there are many areas of good
practice. Carers Scotland agrees with the proposal the proposal to put a Carer’s Support Plan in place for
young carers before they reach 18 and carers are overwhelmingly in favour of this.*

“Young carers may not want to become adult carers so it is essential that they have the option. If the carer
support plan is in place local authorities need to see what support if required for the service user in advance
of any decision made.”

Young carers who are likely to become adult carers should have a Carer’s Support Plan agreed and that this
should be carried out well in advance of the young person reaching the age of 18 so that the transition is as
smooth as possible. We would suggest that the plan is put in place at least 1-2 years before they are due to
leave children and young people’s services.

“This should be implemented as a duty also or it will be the same scenario as transitions for young people
reaching the age of 18. Nothing is done and when it is it’s too late.”

“I think young carers need support long before this so that they can make the most of their educational
opportunities and not be swayed by those they care for into making decisions that will block their long term

goals e.g. staying on at school, going away to university, taking employment away from home etc.”

“Continuous support should not be compromised.”

An initial assessment to ascertain whether a young carer will continue to care as an adult could begin even
earlier, in line with transition planning for children with disabilities, which begins at age 14. Young carers
who do not become known to social work services or young carer support services until after their 16"
birthday should have a Carer Support Plan carried out as soon as possible, so the support will be available
immediately as they become eligible for it.

5. Carer Involvement

Current involvement of carers in shaping services is patchy. In a survey of carers, only a third felt that
their involvement as equal partners in planning services in their area was good to excellent but a
greater proportion, some half of respondents, said that their experience was poor or very poor. Even
fewer (27%) felt their involvement in discussions about service changes was positive with 55% said that
their experience was poor or very poor.

31 Chapter 5, Questions 13 of consultation
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Carers Scotland therefore support the proposals to place a duty on integrated and non-integrated
bodies to include carers in the planning, shaping and delivery of services.?> We believe it is important
that carers and people who use services are involved in determining the types of support and services
that should be available in their community. However, this involvement must be both meaningful and
resourced.

“Provision should include: involvement of carers from a range of backgrounds — including “new
carers”; affordable (free) and accessible opportunities to attend events; provision that reflects best
practice standards for consultation with carers.”

“Carer involvement means talking and making sure carers are involved meaningfully in a way that
benefits them.

“Recognise third sector as equal partners in integration and give them the status they deserve in
partnerships at a strategic level.”

“Carers should be given training, support, briefings to help them contribute effectively.”

We also believe that young carers should also have an opportunity to be involved in shaping services in
their community. This can be done using methods which are age appropriate and in partnership with
young carer support projects, such as local young carers forums and the Scottish Young Carers Festival.
Involvement of carers in the development of carers’ strategies — which carers really must be involved
in —appears was also reported to be patchy. Only 26% of carers in our survey felt that their
involvement was good to excellent (5% said it was excellent.) 19% said it was acceptable. More than
half (55%) said that their experience was poor or very poor.

Local carers’ strategies are currently developed by some local authorities to set out what their plans
are to support carers and develop services in their local area. These local strategies do take the
national carers’ strategy into account, but there is a lot of variance in local priorities and this can lead
to services in some areas being very different to those available in other areas.

We support the Scottish Government proposal to ensure that carers are involved and believe there
should be a duty on local authorities and health boards to involve and collaborate with carers and
carers organisations in the development of local carers’ strategies. These should be connected to the
national carers’ strategy.

We believe that young carers’ strategies should also be developed. This could be a distinct part of the
carers’ strategy or a separate document but must ensure that the needs of young carers are
considered alongside adult carers in the local area.®® Not all young carers will be accessing children’s
services and therefore may not be covered by a Children’s Services Plan. Again, carer and young carer
involvement in the development of carers’ and young carers’ strategies must be meaningful and
adequately resourced.

“Carers organisations can represent carers. They can represent a range of views. Need a range of
organisations, not just national organisations, need local knowledge.”

“Young carers need to be included at a formal and strategic level of local planning not just the informal
routes of forums and Facebook Groups.”

32 Chapter 6, Question 14 & 15 and Chapter 18, Question 18 & 19 in consultation
3 Chapter 6, Question 17 in consultation
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We believe that local authorities should also be required to ensure that there are sufficient services in
their area to meet carers’ needs. There should be a definitive list of universal, free services that are
available to all carers and that this should form the core services provided by carers’ centres and
services. This would be the minimum standard for services to provide for carers. Existing carers’
services should be supported and resourced.

Carers should have the right to play an equal and active role in care planning and decisions, with the
consent of the individual. The principles of the Social Care (Self Directed Support) Scotland Act 2013
also reinforce the full involvement of carers in the assessment of needs for support for the person they
care for and in the provision of support for themselves. Other existing legislation requires that local
authorities take account of the views of carers in the assessment of adults and children before
reaching decisions on what services or support to provide. This is to ensure that the care package
meets the outcomes for the service user and the wishes and needs of both the carer and cared for
person, as far as possible.

Carers Scotland supports the Scottish Government proposal to enhance legislation to ensure that
carers are involved in care planning for the person they care for and in shaping the support they need
to help them manage their caring role and have a life outside caring®. Our experience shows us that
current practice can differ widely both within and outwith local authority areas. Too often, the level of
involvement afforded to a carer is dependent upon the actions of an individual practitioner. We
believe that a Duty to ensure carer involvement in care planning will address variations and
inconsistencies in local practice.

In a recent survey of carers in developing the Carers Rights Charter, only a third of carers knew they
had a right to be treated as an equal partner and just the same proportion were fully involved in care
planning.

Carers reported that in some settings their experience was more positive, for example, in working with
their GP, where more than half said that their experience of being treated as an equal partner in care
planning was good or excellent. However, their experiences of partnership with other professionals
were less positive. For example, there were significant levels of carers saying that their experience of
partnership has been poor or very poor in hospitals (45%) and in care assessments (33%).

“GP is happy for me to attend appointments with my mother & explains treatments, medication etc. to

4

me.

“I would pass on my observations / opinions to the district nurses attending my parents. This was
either ignored or viewed as an irritation. Case in point; | expressed concern over the increasing
discolouration of my mother's toes over many weeks. The nurses insisted there was no cause for
concern. | insisted on calling a doctor - against the advice of the nurses. This resulted in my mother
being admitted to a vascular ward in ERI, having two angioplasty procedures & three toes amputated.
She was never discharged from hospital as she died four weeks after admission.”

“| constantly feel that Social Work are not listening to what | am saying about my father.”

We believe that the knowledge and experience of carers should be recognised and valued in care
planning and that they (and the person they care for) are the experts in deciding what services and
support is needed. We also support the proposal that this principle is extended to young carers.

34 Chapter 6, Question 16 in consultation
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“Carers should have a right to be treated as an equal partner as they are the (safety) pin that holds the
rest together.”

“Carers are the ones with the expert knowledge of the cared-for persons. We need tangible evidence
that what we say is what they do!”

“It should be a legal requirement for carers to be involved and for their needs to be addressed.”
“It is crucial for carers to be involved when decisions will impact them as well”

6. Carer identification

Identification of carers remains a challenge despite a wide range of initiatives designed to improve
this. GPs are in a unique position to be able to identify carers who may be attending the practice to
support the person they look after as well as attending for their own health needs, and therefore GPs
and allied health professionals are perhaps the best placed people to identify carers at any stage in the
caring journey. However, identification of carers through GP practices remains inconsistent across
Scotland and there is limited evidence to suggest that GPs actively seek to identify carers they come
into contact with.

The requirement to identify and refer carers was transferred into the core element of the GP contract
in recent years, but, the contract does not specifically mention a carers’ register. GP practices currently
apply a code to an individual’s medical record within the practice if they are identified as a carer;
collectively, this information can be used as the basis of a carers’ register. Whilst there are pockets of
good practice within individual GP practices, more stringent measures must be taken to ensure that all
practices comply fully with the contractual arrangements, particularly as they receive funding for this
through the GP contract.®

The majority of carers (75%) who took part in our online survey felt that both local authorities and GPs
should have a duty placed on them to identify carers®. 17% of respondents thought that only GPs
should have a duty placed on them, and only 5% of carers thought that the local authority alone should
have a duty placed on them to develop and maintain a carers’ register.

“GPs have knowledge of the people who are in a caring situation within a family and would be ideally
placed to check with an individual that they are aware of the ability to have their caring needs met and
supported. However, with 35 years of caring behind me, | was never approached about my daughter’s
care needs since | had always just managed things on my own. Even when we were forced to look for
medical interventions to try to help with my daughter’s emotional and behavioural problems
worsening in the home, no support was ever suggested and we were never asked if we were getting
any outside help (which we weren’t!) This means that more stringent measures would need to be put
in place.”

“Important for things as basic as eligibility for flu jab etc. Helps GPs to be aware of stress and strain on
individual patients.”

“This should not be the responsibility of a GP... The Government and Local Authorities should do the
job we pay them for... GPs do enough already.”

® Chapter 8, Question 22 in consultation
36 Chapter 8, Question 20 and 21 in consultation
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“GPs should be able to alert via their contact with carers. They will in many cases have more contact
than social work. However joint plans should be produced with new proposed integrated services.”

There should be a legislative requirement for GP practices to develop a register of carers within their
practice’’. The coding mechanism is already in place to enable a register to be created, but we think
that there is limited value in creating a register if it is simply data collection. In addition to the
identification of carers, GPs should be required to proactively refer carers for assessment, which
should also be recorded on the individual patient record. The carers’ register should trigger an offer of
an appointment for the individual carer every six months to determine if the caring situation has
changed and whether additional support is required in terms of the carer’s own health and wellbeing.
There is currently some good practice in the provision of health checks for carers, and this should be
implemented more widely. A legislative requirement to identify carers would help with this.

“There should also be a requirement to not only hold a register but to use it to alert Carers Centres to
new carers, carers who are struggling etc.

“There should be a clear purpose for the register. These will include talking to the carer, signposting
the carer to services outwith the practice, providing health checks for carers and keeping the
signposting going as any changes in the carer’s health or wellbeing shows itself. Carers will listen to
GPs and if they recommend going to the local carer’s centre, they’ll go.”

We see less value in placing the same requirement on local authorities as many carers may never come
into contact with social work services. Where carers are in touch with their local social work offices,
their details will be available on internal client recording systems either in their own right via a carer’s
assessment or on the community care assessment of the person they are providing care for (subject to
changes proposed in this consultation paper regarding Carer’s Support Plans.) The forthcoming
integration of health and social care will provide an opportunity to develop integrated ICT systems to
enable the sharing of information across GP practices and local authority social work departments.
Many carers who took part in consultations felt that this would maximise the reach of a carers’
register.

“All voluntary and statutory organisations should be responsible to identify carers.”

“There should be a duty [on] all health boards, LAs and voluntary sector to hold and share carers’
register.”

GPs should be required to report annually to their respective Health Boards on compliance with the GP
contract. We also agree that Health Boards should, in turn, be required to report on compliance to the
Scottish Government. Reporting should include the number of carers identified within the practice,
how many carers have been referred for an assessment, and how many 6 monthly reviews have been
undertaken. To support this and provide a focus for carer identification and support, the appointment
of a carers lead within individual practices would be beneficial.*®

Carers are mostly in favour of placing a duty on health boards to monitor compliance with the
requirement to hold a GP register. Some wondered whether this would have any real effect on the
carer.

“No point having a register [if] it is not closely monitored.”

37 Chapter 8, Question 20 and 21 in consultation
8 Chapter 8, Question 22 in consultation
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“There should be a lead person within each GP practice to ensure compliance with the GP contract.”
“No point in placing a duty of care on them if you don’t ensure that it’s followed through.”

“In my local practice, which has 9,000 patients registered, the carers’ register has 38 names on it. 1:8
people are carers — | rest my case.”

Slightly more carers were in favour of the promotion of good practice amongst health boards.*
However, we believe this will only be effective if it is combined with the duty on health boards.

“It may be more helpful to provide guidelines on what to do with the carers’ register — its use, purpose,
value, cost-effectiveness to the NHS etc. etc. Advising carers to use their local carers’ centre would be
a simple and effective step for all carers. That raises awareness of the carer that they are a carer and

that the centre is there to support them throughout their caring role.”

“There is an over reliance on ‘sharing good practice’ without ensuring that it is incorporated within
each local authority.”

“Health professionals already overstretched in the community.”

Good practice can be incorporated with guidance and other materials to support all agencies who are
identifying carers.

7. Additional Proposals

(a) Hospital discharge

Spending time in hospital, either due to an emergency or a planned admission is often a time of
concern and additional stress for both carers and the people they care for. This is consistently the case,
both when it is the carer who is admitted to hospital and when it is the person they care for.

An admission to hospital often results in a person becoming a carer for the first time, or it can signify
that their caring role is in transition as the condition of the person they care for deteriorates and there
is an increase in their care needs.

Where a carer requires hospital treatment this frequently means they are unable to continue to
provide care while they recover, or sometimes, due to ongoing ill-health they may no longer be able to
continue their caring role or may have to re-evaluate the level of care they can provide

It is therefore essential that at these times carers have access to information and support, from the
point of admission to discharge and that their views are fully taken into account when the discharge
planis putin place .

“Carer support should be a part of hospital discharge planning and it should be available
on discharge where appropriate.”

3 Chapter 8, Question 21 in consultation
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Carers’ experience of Hospital Discharge Procedures

A recent survey undertaken by Carers Scotland and MECOPP to support the development of a Carers
Rights Charter asked carers about their experiences when the person they cared for was in hospital. On
both admission and discharge, dissatisfaction was high. At these key points, where carers' knowledge
and experience of the person they care for is vital, very few carers feel they are treated as key
partners. 39% said their experience was poor or very poor on admission and 45% at hospital discharge.

“I would pass on my observations / opinions to the district nurses attending my parents. This was either
ignored or viewed as an irritation. Case in point; | expressed concern over the increasing discolouration
of my mother's toes over many weeks. The nurses insisted there was no cause for concern. | insisted on
calling a doctor - against the advice of the nurses. This resulted in my mother being admitted to a
vascular ward in ERI, having two angioplasty procedures & three toes amputated. She was never
discharged from hospital as she died four weeks after admission.”

“My biggest problems have been at time of hospital discharge over the past three years which have
caused quite a bit of unnecessary stress following long periods of hospitalisation. A lot of it was due to
poor communication and lack of attention to detail. | would say that in 5 out of 6 discharges | was
definitely not an equal partner and once | was made to feel that | was a nuisance! | was really upset at
the time but was too tired to go through the complaints procedure and so let it pass although | know |
should have taken action.”

“I am so worried when the nurse tell me | am ready to leave hospital soon because I live alone and |
may not have the appropriate service or equipment when | go home.- However, MECOPP help me to
get access to additional equipment, and also help to organize the care at home package for me so | will
have the service when | go home in the next few days. It really gives me peace and | look forward to
going home.”

“It makes our work so such easier after talking to the family with help of the HDSS support worker
because we know what exactly the family concerns and preference of for care are and we can start to
arrange the care package for the patient.” (Nurse in Liberton Hospital Ward 2)

Often when people are anxious to leave hospital they do not consider the additional support they will
need when they are at home and the impact this will have on their primary carer and other family
members. Taking the carer’s views into account is key to ensuring that appropriate support is put in
place, avoiding the risk of additional stress and carer strain.

“Nobody listens to the carer’s advice when hospitals, rightly or wrongly, decide whether or not to send
the cared for person home. This has to change.” (Carer, North Lanarkshire)

Poor discharge planning may also result in the person being re-admitted to hospital. The State of
Caring Survey by Carers UK found that 37% of carers said that the person they care for was discharged
from hospital too early because either support was not available or they were not ready to come home

and18% of carers surveyed reported that the person they care for had to go back into hospital within
one month of being discharged because their health had deteriorated again and 8% within two months.

“My mum was discharged from hospital medical ward because she had onset dementia. | had my
concerns about her going home to live alone and the hospital Social Work Department were
unsympathetic. 4 weeks later my mum was re-admitted to hospital and is going through all of the same
process as before. | have great concerns about her being discharged home again and | feel bullied by
Social Work.”
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Where the care provided by an unpaid carer is included within a hospital discharge plan, they should
be able to specify how much care they are willing and able to provide. There should not be a
presumption that family members will be available to step in and provide care on an ongoing basis.
Hospital discharge planning must to take account of the complexities of people’s lives, such as their
employment status, other responsibilities such as dependents and additional caring roles, their age
and their own health and wellbeing. Unless carers are fully involved in discharge planning a full picture
of what resources are required will not be achieved

“| feel the carer should be consulted more. My father said he was ready to go home so he was
discharged... | had to take 2 weeks off work to care for him full time.”

“I work full time as well as taking care of my husband who has MS. When he recently left hospital, | was
not asked about the impact this would have on us, what help we had in place or if he would be able to
manage in our home. He had to sleep on the sofa for 3 weeks following his release and had many
bathroom accidents as both the bedroom and bathroom is upstairs and he cannot reach them. Very
stressful for both of us”

(b) When carers are also patients

Where carers are admitted to hospital their discharge plan needs to take into account replacement
care to ensure they are not having to provide care which may be physically or emotionally demanding
while they are recovering.

“Hospital discharge planning needs to include replacement care planning to ensure carers do not
compromise their own recovery”

At our consultation events, there were several examples provided of carers who were forced to go
back to their caring role before they were fit to do so, because there was no replacement care
available. One person who had suffered several aneurisms was only able to arrange a few weeks care
from an elderly relative in their nineties to support her husband. She then had to resume her caring
role as her local authority failed to provide her with any support.

Another carer was advised he should take three weeks off from his caring role, following an operation,
but his local authority only provided support for one week.

Research by Carers UK* has also found that often carers delay medical treatment, including operations
because of concerns about who will replace the care they provide.

“I became ill overnight. | was haemorrhaging internally and needed immediate hospital admission. |
called social services emergency line. In short it took 10 hours to get adequate help organised before |
could get myself to hospital. The consultant said | was lucky not to have died”

Even in cases where carers are able to access replacement care while they recover, this is sometimes
taken from their existing short break allocation, with one carer who was in hospital on a drip being
told: “you’ve had your six weeks respite break this year’

Proposal for a Duty on hospital admission and discharge procedures

Despite the existing Scottish Government protocol on hospital discharge, practice across Scotland
differs widely and very often is to the detriment of carers. Carers Scotland therefore strongly
advocates that hospital discharge must begin at the point of admission with the full and active

9 \Whose rights are they anyway? Carers and the Human Rights Act 2008, Carers UK
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involvement of carers. Where necessary, support must be provided to the carer to ensure that their
views are taken into consideration.

Discharge planning must take account of the level of care that carers are willing and able to provide
and should put in place additional support or replacement care where required.

Carers Scotland therefore proposes a legislative duty be placed on health boards, and other relevant
partners, to inform and involve carers fully in hospital admission and discharge procedures. This
includes effective support where the carer has been a patient and requires appropriate recovery and
recuperation time.

Conclusion

Carers Scotland has welcomed the opportunity to respond to this consultation on proposals for
legislation to better support carers. This consultation and the legislation to follow offer a significant
opportunity to improve carers’ lives and fully recognise their role and invaluable contribution to our
communities and the Scottish economy.

As noted, we support many of the proposals and where we do not or have some concerns, we hope
that our suggestions to help strengthen these are of assistance.

Fiona Collie
Carers Scotland
16 April 2014
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