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Response to consultation: 
Updating our care and support system: draft regulations and guidance 
 

 
The Family Carer Support Service (FCSS) provides information and support to 
family carers of people with a learning disability anywhere in England.   
 
We do this by responding to individuals who request help by telephone, email and 
letters; through participative workshop courses so groups of relatives acquire skills 
and knowledge they need to understand and engage effectively in processes 
affecting their relative and themselves; the production of resources specifically 
tailored to the support roles family carers play throughout phases and aspects of 
their relative’s life; and by working in partnership with others to help raise the profile 
of family carers, their needs and contributions, in research, health and social care, as 
well as mainstream, initiatives. 
 
 

 
The National Family Carer Network (NFCN) links groups and organisations that 
support families that include an adult with a learning disability.  
 
Our key objective is to work together to promote better life chances for families that 
include someone with a learning disability.  
 
We have over 400 individual and organisational members across England who each 
cascade information to a reach of thousands of families.  By linking groups and 
organisation we give a national focus to a wide range of policy issues concerning 
family carers of adults with a learning disability. Their voices are central to our work. 
Driven by their experiences we campaign, inform, support and influence policy and 
practice. 
 
 

 
 

The National Valuing Families Forum (NVFF) is made up of family carer 
representatives from the nine regions in England and national organisations and 
bodies who are all involved in family carer work. The NVFF meets three times a year 
and following each meeting, two members attend the National Learning Disability 
Programme Board which is chaired by Minister for Care Services, Norman Lamb. In 
partnership with members of the National Forum for People with Learning 
Disabilities, they highlight the key issues for people with learning disabilities and their 
families to the minister. 
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Introduction 
 
Learning disability is a lifelong disability and carries with it lifelong economic 
disadvantages. The role of the family carer is also lifelong with associated 
disadvantages. The system of state support is based on short term disadvantage.  
Therefore different assessment and planning may be needed and there is a strong 
case for specialist assessors.  
 
We welcome the establishing definitions in the introduction to the draft Care and 
Support Statutory Guidance, the effect of wellbeing and other key principles plus the 
explanation of the intent to move to independent living from service-based 
assessment and working through holistic, person-centred support for individuals and 
their carers, with a stronger focus on prevention and long term aspirations.  
 
We welcome the recognition of the value that carers bring to the people they 
support, social care, government and indeed society and that the Act aims to put 
carers on an equal footing with the relatives or friends they support.  
 
We do, however, have concerns that some of the provisions in the guidance and 
regulations may undermine these intentions, which we explain in detail below.   
 
 
Use of language 
 
Language used throughout the guidance is inconsistent and at times confusing. In 
particular, individuals accessing social care and support are mostly referred to as 
‘adults’ or ‘an adult with care and support needs’ however, adults are also referred to 
as ‘the cared-for person’. Adults with care and support needs, whether they have 
support from a carer or support worker or not, should be seen as adults first, and 
requiring care and support after.  
 
The Care Act is intended to have an asset based approach to supporting individuals 
and carers, however there is a lot of reference to ‘care and support needs’ and 
‘needs assessments’. This language does not reflect the asset based approach – 
could use of other terminology be considered? To move away from a deficit model, 
perhaps assessments could be referred to as ‘care and support assessments’.  
 
It would be a real shame and a missed opportunity to let down the positive intentions 
of the guidance with negative language. 
 
 
General responsibilities and universal services 
 
1. Promoting wellbeing 
 
The wellbeing principle assuming a preventative approach applying to both 
individuals and carers is welcomed. However, the guidance needs to determine 
which 'promoting wellbeing' duties are those of ‘care and support functions’ to be 
carried out by the Local Authority, and which are healthcare responsibilities to be 
carried out by the NHS.  
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GPs used to be able to advise on diet and exercise such as exercise on prescription, 
which is a healthcare duty. Local authorities need to be clear about where their 
responsibilities lie, where their boundaries are and where healthcare needs to take 
up the costs and responsibilities for wellbeing. We welcome the integration of 
social care and health support, however this must not results in further 
financial burdens associated with coping with a disability or caring. 
 
The wellbeing definition includes ‘physical and mental health and emotional 
wellbeing’ (1.4). The care and support plan must focus on the person and their 
needs, their choice and what they want to achieve. People with complex health 
issues will often need their health needs taken into account to meet outcomes. How 
will General Practitioners and other healthcare professionals be able to record 
any healthcare needs and support in the care and support plan?  
 
The focus on 'which aspects of wellbeing matter most to the individual 
concerned' is welcome, but this will also depend on the skills of the assessor and 
the individual’s knowledge of what may be possible. Aspirations, expectations and 
what people think are possibilities are linked to what they know and can be limited by 
other peoples’ expectations and what they think is realistic.  
 
We are pleased to see the principles of the Mental Capacity Act (2005) 
embedded within the ‘Promoting wellbeing’ chapter of the guidance. We hope 
this will support a better understanding of the Mental Capacity Act and facilitate its 
correct use. 
 
 
2. Preventing, reducing or delaying needs 
 
A focus on earlier identification of need and prevention to reduce later 
difficulties is welcomed. The prevention duties will inevitably affect local authority 
budgets and we hope that appropriate levels of funding will be available for each 
stage of ‘prevent, reduce and delay’.  
 
We are pleased to see the use of planning with individuals and carers to explore 
means of getting care and support as naturally as possible along with anticipating 
potential developments of their situation. Increased use of generic community 
services may result in increased costs to individuals and carers; the guidance states 
that chargeable services will have to be ‘affordable’ and ‘light touch’ assessments 
can be carried out to enable access to those without the financial means. Will these 
financial assessments take into account all generic community services they 
access rather than each individually? Will personal budgets allow for payment 
of these and associated costs to participate, such as transport? Financial 
obstacles to accessing preventative support is contradictory. 
 
Using the same terminology as healthcare; ‘Primary, Secondary, Tertiary’ is 
not entirely helpful because it does not have a clear link with preventing 
support needs in social care. In healthcare, primary care refers to GP surgeries, 
Accident and Emergency departments and so on, where people will have some 
specific needs. It is confusing to use the same terminology in social care about 
services provided for individuals who have no current particular health or support 
needs. We propose that different terminology is used for clarity. 
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Your definition of ‘co-production’ in the guidance is inaccurate. Co-production 
is not when an individual ‘influences the support and services received’ (2.14), but 
when individuals ‘are involved as an equal partner in designing the support and 
services [they] receive. Co-production recognizes that people who use social care 
services (and their families) have knowledge and experience that can be used to 
help make services better, not only for themselves but for other people who need 
social care’ Think Local Act Personal Jargon Buster 
http://www.thinklocalactpersonal.org.uk/_library/AIJargonBusterFINAL.pdf  
 
Transition is a critical stage for young people with learning disabilities about 
to access adult care. Good support and planning at age 14 upwards is essential to 
prevent problems further on. Families and individuals often find this a worrying and 
difficult period during which they don’t receive any or enough support with planning 
for. To highlight this key stage of life for individuals and families and its importance in 
preventative support, we propose ‘Transition’ is added to the list of examples at 
paragraph 2.31, page 20. 
 
Examples of specific interventions that might prevent reduce or delay the need for 
support include ‘training for carers to feel confident performing basic health care 
tasks’ (2.12). Carers can be charged for this training provided by the local authority, 
which, in fact, if it is training in a ‘health care task’, it should be provided by the NHS 
and the cost not chargeable to carers. With the welcome closures of large institutions 
for people with learning disabilities and/or mental health issues, and people who 
would have formerly been patients now living in the community, family carers are 
taking on more responsibilities and functions which were in the past undertaken by 
healthcare professionals. The guidance must make clear that healthcare needs 
are still the primary responsibility of the NHS and should ensure that the NHS 
pay for any training which family carers may need if they fulfill any healthcare 
tasks. 
 
We welcome that assessments should consider whole families and ‘not assume that 
others are willing or able to take up caring roles’ (2.39). It is common for people to 
be in a ‘mutual caring’ and ‘sandwich caring’ situation, where friends or 
relatives care for each other or for more than one person, for example their 
son and their mother. We suggest these situations are highlighted in the 
guidance alongside the importance of recognising young carers. 
 
 
3. Information and advice 
 
We welcome the duty for local authorities to provide information and advice and 
facilitate access to it (3.2, 3.3). Carers and individuals will benefit greatly if 
information is provided in an accessible way for them, particularly if created and 
delivered through co-production and partnership working with voluntary sector 
groups who are known to have commitment, working knowledge of local practice and 
support issues. Because caring for a relative with a learning disability extends 
over many life phases and impacts on whole families, it is essential that any 
source of information, advice and support to family carers of people with 
learning disabilities is fully equipped to meet this group’s very broad needs. 
 

http://www.thinklocalactpersonal.org.uk/_library/AIJargonBusterFINAL.pdf
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Considering the principles of wellbeing and prevention, not just alleviating the 
symptoms of those with specific health and social care needs, all services, 
including generic services, must be accessible for all people such as those 
with learning disabilities.  
 
Co-production, partnership or commissioning third sector organisations will be key to 
providing specialist support to groups of individuals who may have specific and/or 
complex needs, such as people with learning disabilities and family carers.  
 
People with learning disabilities may need support with their communication needs; 
they must not just be recipients of information but active participants to their own 
wellbeing, able to ask questions or express concerns. Family carers are important 
to helping professionals understand individuals if they do not communicate 
verbally. Individuals – and carers themselves – may need access to specialist 
support to access information, such as an advocate. Advocacy is known to be 
under funded and difficult to access. We comment on advocacy in detail later in this 
submission. 
 
The new funding arrangements, access to deferred payments from 2015, the cap on 
care costs from 2016 and making financial advice available and monitoring and 
recording carers’ and individuals’ progress towards the funding cap will be vast new 
responsibilities for local authorities. In many cases there will be a need for people to 
access financial information and advice that is independent of the local authority. 
With the recent closures and reduction of support available from many advice 
services around the country, we envisage a great need for the establishment 
of new services or the expansion of existing ones. Will funding be available to 
support this? 
 
It is incredibly important that information and advice needs will not be met 
only through digital means; experience tells us that face to face, peer to peer, 
phone, mass and targeted communications and free media matter just as much, if 
not more than the internet, social media, apps and smart phones. Carers and 
individuals who are digitally excluded often have greater needs than those who are 
not, and have reduced access to supportive information and advice.  
 
We are pleased to see withholding information referred to as ‘at odds with the 
duty set out in the Act’ (3.29), in line with the Duty of Candour, and the 
importance of providing impartial advice, particularly when people are considering 
challenging the local authority or other statutory body. 
 
 
4. Market shaping and commissioning of adult care and support 
 
Personalisation requires real choice across a range – including fresh, 
unconventional opportunities. Local authorities should be taken to account if 
approved lists are too limited and don’t allow real choice. 
 
The opportunity for local authorities to give support to self-funders, or those 
with direct payments, who want to micro-commission is new and exciting. We 
see this as potentially providing employment opportunities to people with disabilities 
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and carers since commissioners must consider added social value, improving the 
economic, social and environmental wellbeing of the area. 
 
We welcome the responsibility local authorities will have for involving citizens in 
gathering intelligence about market needs, ensuring their understanding of policies, 
including them in developing choice and providing feedback. It will be important for 
local authorities to engage with a diverse range of individuals with differing 
experiences and opinions. Often the same people are relied upon to represent 
the views of particular groups, which can be restrictive. 
 
 
First contact and identifying needs 
 
6. Assessment and eligibility 
 
We welcome that the local authority must assess a carer’s needs for assessment 
where it appears that they may have needs - not on having to meet criteria based on 
amount of care and how often. However, we fear that in practice there will still be 
confusion around when a carer can be charged for support or whether the care 
is for the person being cared for. Case studies would be useful particularly 
with regard to respite.   
 
We are pleased that assessments are to be a critical investment in their own 
right; that they must be undertaken if any adult appears to have any level of need for 
care and support regardless of whether they may be eligible for LA support; that 
flexibility as well as core statutory obligation mentioned, as are a holistic approach, 
timeliness, appropriate training of professionals to establish the impact of needs and 
challenges met beyond those identified by the individual. 
 
We welcome the increased rights of carers and awareness and recognition of 
their strengths as well as their potential needs. 
 
We are very pleased that within assessments, local authorities must consider 
all needs regardless of any support provided by a carer, so if the carer becomes 
unwilling or unable to continue to support the individual, the local authority will be in 
a position to respond promptly and appropriately. 
 
We are pleased the guidance provides for a holistic approach to Carers’ 
Assessments and exploration of the sustainability of a caring role – including 
emotional as well as practical implications – as well as activities beyond caring 
responsibilities in short and longer term, and recognising the cumulative effects of 
their role. 
 
It is reassuring to know that the impact of being assessed is to be considered, 
that people can refuse self-assessment, that questions to be asked should be 
provided in advance of assessments to help carers to prepare, and that, if to be done 
by phone, staff will be trained to recognise issues around capacity and additional 
needs not initially referred to. 
 
It is important that everyone knows assessors should have expertise in the condition 
of the individual needing care and support  
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We welcome the significance of an individual’s chosen outcomes in 
determining whether or not they are eligible for local authority support.  
 
We have great concern about the eligibility criteria for individuals, particularly in 
relation to people who have learning disabilities, autism and/or mental health issues. 
The eligibility criteria appears to be focused on the ability to do specific activities 
rather than considering the ability to carry out a particular activity safely and reliably, 
as part of a process in connection with other activities.  
 
This focus on physical activities could quite easily lead to the exclusion of 
people who need supervision, prompting, assistance, reminding or 
encouraging to carry out a particular activity safely and reliably, such as those with 
learning disabilities, autism and mental health issues. It makes sense that the 
eligibility for social care should reflect the Personal Independence Payment 
approach because it sees individual activities in the wider context of living well, 
safely and reliably.  
 
The Care and Support (Eligibility Criteria) Regulations 2014 lists an outcome in 
2(2)(b) as ‘maintaining family or other significant personal relationships’. We feel 
this clause should include the development of these relationships, not only the 
maintenance. People with learning disabilities often need a great deal of support to 
establish and cope with social relationships – identifying social opportunities, 
reaching them, having access and communication needs met, processing 
information and responses to situations etc. These all take supportive time, energy 
and skills. Isolation and loneliness are known to have negative impacts on 
individuals, particularly those who find communicating with others difficult, so – again 
– investment in friendships, community connections, leisure activities and so 
on is worthwhile and prevents other costs.  
 
Eligibility criteria for ‘adults who need care and support’ and ‘carers’ are slightly 
different in the Regulations, despite the Care Act intension to put carers on a par 
with individuals. The carers’ eligibility criteria outcomes does not include 
accessing public transport as an outcome. If carers are truly to be treated 
equally in assessment, then accessing public transport should be added to the 
list of outcomes.  
 
The availability of a full record of assessment and advice (even if needs are not 
eligible) is important progress, but any complaints must be handled quicker and 
more satisfactorily than is often the case now; advice to follow the complaints 
procedure often does not achieve confidence in solutions. Can we hope for 
conciliationary approaches to problem solving, as used by ICAS?  
 
 
7. Independent advocacy 
 
Advocacy is sometimes needed by individuals and/or by carers who feel they cannot 
cope with procedures or want to challenge the way something has been done or a 
decision reached. They may not have the substantial difficulties described in this 
chapter (the test for which seems to mimic the test for capacity under the Mental 
Capacity Act) but none the less feel unable to cope with seeing a process or 
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complaint through without specialist help. You could argue that they ‘need support or 
representation that facilitates their involvement in key processes and interactions 
with the local authority’ (7.3). 7.4 implies independent advocacy will be available for 
such support. If this is the case, it should be made clearer to ensure those people 
get the advocacy support they feel they need. However, it seems that the local 
authority is to be the decision maker as to whether someone is able to have 
such advocacy, rather than it being available when a person feels they need 
this type of assistance (7.7). This needs clarification.  

 
The tests for judging the experience of ‘substantial difficulties’ (paragraphs 7.9 
to 7.13) are those within the Mental Capacity Act, so why is there a need to 
duplicate a parallel system? If someone lacks capacity they should have decisions 
made for them in the way described by the Mental Capacity Act and its Code of 
Practice - via a Best Interests process led by whoever needs to make the decision, 
involving people who know the person well or an Independent Mental Capacity 
Advocate (IMCA) if no one is available to take the role of presenting their likely 
views, wishes, beliefs. 
 
It is crucial that Stephen’s case study (page 95) is changed to state that 
Stephen’s capacity is assessed under the Mental Capacity Act and he has been 
found to lack capacity for the decision about his support; no-one should be making 
decisions for him (or appointing an IMCA he has said he does not want ) based on a 
clinician’s view that does not constitute an assessment. We are not sure whether the 
outcomes of the care package constitute a deprivation of liberty and would require a 
DoLS application. 
 
The use of case studies to further explain the guidance is useful, however it is vital 
that the detail of the case studies is accurate to prevent misinterpretation. 

 
In reference to chapters 7.16 to 7.22, we also have concerns about the need to 
use anything other than the Mental Capacity Act. The local authority has a 
statutory obligation to assess, make provision and review a person’s care and 
support needs; i.e. they have to make any decisions regarding these  

 why is the Mental Capacity Act not followed, with a Best Interests process 
involving any Deputy or person with Lasting Power of Attorney, family and/or 
close friends (or an IMCA if none of these), rather than the Care Act?  

 What are the risks of having two parallel frameworks for enabling the local 
authority to assess needs and reach good planning/support decisions?  

 
Applications to the local authority or the Court of Protection to authorise a 
Deprivation of Liberty can only be made if someone is assessed to lack 
capacity to make a particular decision. Paragraph 7.19 does not mention or 
imply this and must be rectified for clarity. 
 
We have concerns about the three considerations of who is ‘an appropriate 
individual to facilitate a person’s involvement’ in paragraphs 7.23 to 7.35. The 
best people to facilitate someone’s participation in assessment, planning and review 
are those who know someone well – this could potentially include those with a paid 
role – their support worker, GP, physiotherapist, occupational therapist etc. 
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If someone has capacity but the local authority representative feels the views of 
paid staff are biased and will compromise decisions they should have evidence of 
their view and seek advice and/or a second opinions rather than automatically 
exclude them as facilitators/enablers.  

  
If an independent advocate is appointed, presumably because of a person’s 
‘substantial difficulties’ participating (ie they lack capacity) who would the advocate  
get their information from? The paid staff who have been ruled out (7.39)? Surely the 
Best Interests process of hearing all relevant views (including those of paid staff and 
advocates if needed) and balancing the decision on consideration of them is safest? 

 
Paragraph 7.25 contains a contradiction. ‘The person’s wish not to be supported 
by that individual should be respected regardless of whether or the person is 
assessed to have or lack capacity’ then ‘If the person lacks the capacity to make a 
decision, then the local authority must be satisfied that it is in a person’s best 
interests to be supported and represented by the individual.’ Which applies? 

 
Paragraph 7.26 contains some strange logic in its assumption that someone 
who lives elsewhere and has little contact would not be appropriate to help 
facilitate involvement. Someone (family or friend) living at a distance and having 
only occasional contact may well be very good at supporting and facilitating 
involvement – because they have known the person well over time, have empathy 
enough to communicate well, are wise and/or experienced in such matters; this as 
an example of who would not be appropriate seems flawed and may result in the 
dismissal of a distant carer who would be the most suitable appropriate person. This 
could cause difficulties in good partnership working.   

 
Jacinta’s case study (page 98) needs improving. If it is to be used this case 
study should include evidence that the views her parents give are not founded 
on fact. Their view that J will not cope well living differently could be well-founded 
even though contrary to her own views. Perhaps the parents’ knowledge of how the 
world works suggests that their daughter will not be funded adequately to have the 
support she actually needs and they will inherit the consequences. At the same time 
they may also be able to give excellent support to keep J involved in processes 
despite their views and worries. The support they give to J may help them to know of 
and understand the options, potentially leading to a more supportive view of J’s 
move. Ruling them out at this stage as ‘appropriate’ without exploring the situation 
carefully is likely to cause friction between J’s parents and the local authority which 
may result in difficulties supporting J and/or her parents in future.  

 
In Brian’s case study (page 99), it is grossly unfair to make judgments of the 
appropriateness of someone to give support with local authority processes 
based on the fact that they may have a financial interest in the individual’s 
property. As the majority of families in the UK are now owner-occupiers, it is 
obvious that a large number of people could theoretically have an interest in the 
family home, however, that does not mean that the family would behave badly. The 
local authority should have evidence of what Brian wants, whether he can cope at 
home and would prefer (if he has capacity to choose) to stay where he is with 
support, perhaps including befrienders/community connecting or not; if he lacks 
capacity the Best Interests process should ascertain the next step. 
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7.28 Again, it is insulting to be automatically removed from supporting 
someone because of a potential conflict of interest – this does not necessarily 
mean support or advocacy would be tainted. A family carer relates this to their 
experience:  

 
“I recall all the care and support, company, listening, information 
gathering, being there at her request during meetings, providing facts etc 
that my mother-in- law’s sons, daughters and in-laws gave. To think the 
local authority social worker might have told her our views could be 
invalid because her house would be inherited at some point would have 
been offensive to her; she would have been cross, potentially confused 
and have lost confidence in any suggestions they offered for her future. I 
and the rest of the family would have been hurt and angry in our 
subsequent dealings with those who had a responsibility to help us to 
help her”. 

 
The local authority alone should not be responsible for deciding whether or 
not someone is appropriate to facilitate a person’s involvement (7.30); a) they 
may not be neutral in the process themselves, and b) what qualifications do their 
representatives have for making such judgments? Again, the person’s choice if they 
have capacity or the Best Interests process if they do not, would surely be the way to 
sort out who might support involvement? 
 
The first exception (to usual rule that eligibility for independent advocacy is linked 
to having no one appropriate to support their involvement) listed in 7.32 would be 
covered by the Mental Capacity Act as this is a major decision. 
 
The Mental Capacity Act covers the situation in 7.33. The first two points in this 
paragraph seem misleading and potentially alarming: 

 Point 1- moving into a care home does not necessarily deprive someone of their 
liberty – whether or not it does depends on the support arrangements. 

 Point 2 – a person ‘objecting to leaving their home in the community’ does not 
necessarily represent a deprivation of liberty either. 

 
The Mental Capacity Act must be applied by any health or social care 
professional, families and friends. Point one in paragraph 7.34 list needs to be 
changed to reinforce this. This point also needs extra wording for clarity, which we 
suggest could be ‘… be alert to and identify any restrictions and restraint, explore 
alternative, least restrictive ways of providing care to avoid deprivation of liberty and 
refer to the appropriate authority (Court of Protection or Local Authority) for 
authorisation of any deprivation of liberty’. 
 
The heading ‘Who can act as an advocate?’ (page 101) should include 
‘appointed by the local authority’ to distinguish from advocates provided by the 
local authority and those from within a person’s family or circle who provide natural 
advocacy. The guidance indicates a friend or family member providing advocacy will 
be classified as an ‘appropriate person’, however, families will use the term advocate 
and this could be confusing. There may be a need to produce information about the 
difference between an ‘appropriate person’ and an independent advocate.  
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The explanatory note for the Independent Advocacy Support Regulations states ‘The 
persons in question are those who the local authority considers would otherwise 
experience significant difficulty in doing certain things such as understanding 
information’ (page 13). This should be followed by ‘…if there is no appropriate 
person available to support them’. 
 
The explanation of the differences between the advocacy roles under the 
Mental Capacity Act and the Care Act comes far too late in the guidance (7.54). 
It would be more helpful if these paragraphs were at the start of the chapter.  
 
It will sometimes be difficult for social workers/assessors, given they ask the same 
critical questions for both, to decide whether someone has ‘substantial difficulty in 
being involved in the care and support processes’ under the Care Act, or lacks 
capacity to make a decision under the Mental Capacity Act, so we are pleased to 
read that people may be move from eligibility under one to the other and have 
consistent support (7.56). 

 
Even with these explanatory paragraphs moved so they introduce the section on 
advocacy, we still feel there needs to be more work done to avoid the poor 
examples, inaccuracies about Deprivation of Liberty Safeguards and 
assumptions about who is appropriate to facilitate involvement.  
 
 
Charging and financial assessment 
 
8. Charging and financial assessment 
 
We have concerns about charging and financial assessment. Living in a period 
of austerity, we are alert to the financial difficulties many people are experiencing 
across the country. Several research papers have shown that people with disabilities 
and their carers are usually financially worse off than the rest of the population 
(Centre for Welfare Reform, We are Spartacus). The Joseph Rowntree Foundation’s 
2014 research on ‘A Minimum Income Standard for the UK’ shows that ‘safety-net’ 
benefits provide less than 40% of the minimum income needed by working age 
people without children and less than 60% for families with children. We feel 
therefore that the ‘minimum income guarantee’ (page 370) is increased from income 
support base rate + 25% (which hasn’t changed for at least 15 years) to income 
support base rate + 65%.  
 
If the care component of Disability Living Allowance, like the mobility 
component, was disregarded for people with a learning disability, it would 
increase flexibility for people in how they choose to contribute to the costs of meeting 
their care needs and their wellbeing. It will greatly reduce the costs of assessment 
processes and accompanying administration, for example where panels of several 
very senior staff meet regularly to discuss whether person x has provided enough 
evidence this year to continue to use Gym y, instead of the local prison Gym. (Gym y 
is cheaper anyway because it’s nearer so travel costs are cheaper).   
 
The list of disability related expenditure in Annex C (page 371) does not give 
clarity on the use of items that are not necessarily specialist, but nevertheless 
represent a disability related expenditure when applied to assessed need or 
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outcome. For example, to remain independent and able to cook for oneself, a person 
may need to buy pre-cut vegetables (more expensive than fresh, uncut) or if they 
have to sit in a chair tilted at 45 degrees they may need a parasol and sunglasses to 
stop their eyes being damaged outside. It would be useful to include these non-
specialist items to the list on page 371 (paragraph 45). 
 
In reference to paragraph 38 of Annex B: Treatment of capital, if family carers 
supporting people with long term and lifelong disability qualified for property 
disregards where they meet criteria (as set out for people over the age of 60 or 
people who are incapacitated), it may reduce future dependency and other unseen 
costs. Preowned Asset Tax rules mitigate against families ability to overcome this 
disadvantage.  
 
Charging costs for carers are unduly complicated and often felt to be intrusive 
by carers, who must be recognised for their value, both financially and 
practically, to the State. An increase in financial assessments for carers will 
increase local authority budgets and is unnecessary. The lifelong family carer role 
and young age at which any savings or income will become subject to charging 
means family carers of people with learning disabilities are further disadvantaged, 
particularly for those with complex needs and multiple caring roles. We are pleased 
that local authorities ‘should ensure that any charges do not negatively impact on a 
carer’s ability to look after their own health and wellbeing and to care effectively and 
safely’ (8.47), however, there is a strong risk that local authorities will not fully 
understand the impact of charging carers, which could be disastrous for the 
carer and their family.  
 
We have recently had contact from a family carer who has been informed by 
their local authority that the Care Act obliges the local authority to classify 
‘respite’ or ‘short breaks’, as a ‘carer only service’ which they will now charge 
for. This misinterpretation of the Care Act is worrying and demonstrates that 
further clarity is needed. Carers, particularly lifelong family carers who support 
their relative with a learning disability, are known to be significantly financially 
disadvantaged to the rest of society. It would be more cost effective to provide 
carers’ services for free, particularly for lifelong family carers. This would save costs 
on financial assessments and reviews, carers are more likely to welcome, participate 
in and use services without fear of further financial burden, supporting them to 
sustain their role and relying less on support from the State. 
 
Assuming services provided for carers are charged for, it must be clarified in the 
guidance whether ‘respite’ or ‘short breaks’ is connected to the individual or 
the carer for financial assessment. There is clearly confusion around this.  
 
We hope that financial assessments will be carried out effectively and will take 
into account the wide range of commitments that may affect particular 
households, such as travel costs to support another relative living at a distance, 
existing costs of childcare if there are children in the house, travel costs etc essential 
car etc. We also hope that there might be some separate guidance on financial 
assessments in due course. We note that there can be considerable costs to a 
household if a carer relinquishes paid employment in order to care or to increase the 
hours of care offered. 
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12. Direct payments 
 
We are pleased that the inclusion of payment for management costs to a family 
member managing a direct payment and living in the same house can be 
considered, however, as this is only discretionary, we are concerned that this 
will not be supported by local authorities in practice. One local authority has 
already indicated that this will not be an option when the Care Act is implemented. 
There are many examples nationally where family carers have supported their 
relative with learning disabilities (the pioneers of personalisation and direct 
payments) with managing direct payments while living together, resulting in fantastic 
outcomes for all concerned. 
 
 
Integration and partnership working 
 
15. Integration, cooperation and partnerships 
 
We welcome the integration, cooperation and partnership working proposed in the 
Act and the guidance, however the boundaries between social care and the NHS 
must be clearly defined and reflected in the regulations and guidance. Earlier, 
we highlighted a conflict in the guidance in reference to social care providing training 
to carers in ‘health care tasks’.  
 
There are other areas described in the guidance as social care roles, which are 
in fact the responsibility of the NHS, for example, support workers often take on 
tasks that were previously done by healthcare professionals such as help with 
medication, supported in paragraph 4.88 of the guidance: ‘…such visits may be 
appropriate for services like checking whether medicine has been taken’. The 
responsibility to support access to healthcare services is also unclear, often resulting 
in individuals and their families paying for support and transport unnecessarily.  
 
The fact that there is little investment from the NHS in community health services 
shouldn’t mean that social care takes on that role. Social care should not be picking 
up the bill for the NHS, nor should individuals and carers be charged for services that 
should be free under the NHS. 
 
 
 


