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Response by Camphill Families and Friends to the questions that are asked in 

the Care Act 2014 consultation. 

We write this response as the trustees of Camphill Families and Friends, which is a support 
organisation representing over 300 families of individuals with learning disabilities who live in 
Camphill Communities In Great Britain. Although our relatives are in supported living we are 
still substantially and continuously involved in our relatives’ lives in order to ensure that they 
are as happy and independent as possible.  Details of our charity are to be found on our 
website at www.camphillfamiliesandfriends.com 
 
We make the following response: 
 
Questions 1 and 2 Well being 
Wellbeing is not in fact defined, but is said to be a concept that is related to particular areas.  
The absence of a definition of wellbeing and the choice to relate it as a concept to particular 
areas without actually defining what it is creates a danger that it can be taken to mean different 
things to different people or otherwise be qualified, leading to a lack of clarity and making it 
difficult to question a decision by a local authority.  That said: - 
We thoroughly agree with the attempt to promote Well being more holistically instead of the 
rather limited term “independent living” as formerly, because Well being concentrates on what 
matters most to people. Well-being is especially important in defining and providing for the 
needs of people with learning disabilities. However this new concept of well being needs to be 
constantly emphasised and embedded throughout the whole process or else it will so easily be 
forgotten. It needs to be referred to more thoroughly in the guidance on eligibility criteria 
because each individual’s needs will have to be measured against each aspect of Well-being. 
We agree that Well-being should include ”protection from abuse and neglect” (1.4) and with 
the shift to “meeting needs” (1.8). It is a pity that this is not considered to be one of the criteria 
for eligibility as it could leave very vulnerable people at considerable risk unless they are 
supported. 
We also draw attention to a possible contradiction in this section. The guidance says that ”The 
core purpose is to help people achieve the outcomes that matter to them” (1.1). It also says 
that “Supporting people to live as independently as possible for as long as possible is a guiding 
principle of the Care Act” (1.18).  If people meeting the eligibility criteria choose, for example, 
to live in Camphill or other specialist communities rather than independently (or semi 
independently) this surely should be respected.  
In this respect must be a risk that the stress in the Guidance on the concept of “independent 
living” as  a core part of the wellbeing principle will come to mean that this choice is not 
respected as not fitting in with this “core part.”  
Further, whilst we recognise the importance that should be given to the idea of independent 
living, the independent life of any well functioning person with a full life will almost inevitably 
and in reality be a life of interdependence in that it is a life in which healthy relationships and 
contacts and interaction with others are of great significance. 
 

http://www.camphillfamiliesandfriends.com/


2 
 

Questions 5 and 6 Information and advice 
This was often a failure in the previous system in that individuals and their carers/families were 
invariably poorly informed or even deliberately misinformed about all aspects of care and 
support. Carers and individuals know very little about adult social care and badly need good 
information and advice. The production of a wide range properly focussed information is a 
difficult task but we note that there are quite a lot of “shoulds” rather than “musts” in this 
section and we feel from experience that good information and advice might not be 
forthcoming.  Further, does the use of the word “should” instead of “must” mean that it will be 
permissible for a local authority not to comply with its obligations on the basis of cost/lack of 
funds? 
 
Another potential issue that we would like to mention is that the provision of information and 
advice is included in the list of funded forms of provision to be offered to individuals. We are 
concerned that this will be provided instead of actually much needed services at a reduced cost 
to the authority.   
 
Question 7  
We are very concerned that the guidance gives no advice on use of out of local area options. It 
is very unlikely that any local area can economically provide the full range of facilities to meet 
the needs of all local residents. It is also surely right that people with eligible needs and their 
families should be able to make choices to live out of their area if they consider facilities are 
better for that individual elsewhere. For example a study based on hard inspection evidence 
shows that Camphill Scotland gets better inspection results than commercial or local authority 
providers in its particular field in Scotland and the success has been recognised by the Scottish 
parliament.  We believe that quality is more important than location and that guidance should 
make clear that this choice of providers such as Camphill Scotland is available.    
 
Question 13 Assessment 
Reg 5(3) of the draft Regulations does not impose a strict obligation on the local authority to 
involve a person who has expertise in relation to a condition suffered by the person being 
assessed, but leaves the decision to the discretion of the local authority.   The obligation to 
involve an expert should be a strict one. 
There is doubtless a range where specialist assessment is needed. One clear example is for a 
number of people on the autistic spectrum. The range is extremely wide and some indicators 
are extremely subtle and difficult to interpret. Training of assessors can be helpful but there is 
no substitute for assessors having considerable experience of working with people with the 
condition. It would also be valuable for documentary evidence to be accepted for people with 
lifetime conditions. 
 
Question 14 Maintaining existing access 
Whilst it is impossible for us to make a judgement on this we have serious concerns. The criteria 
listed in the draft statutory instrument in the basic care activities seem not to recognize the 
needs of the learning disabled (and see our comments at 15 & 16 below). There is no 
recognition of the need for verbal support, prompting and help with forming relationships. An 
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individual with support may well be able to perform the discrete acts listed in the criteria. 
Without daily emotional reassurance they might have difficulty actually performing any of 
them. 
The relevant draft Regulation addresses help in the home but fails to address the possibility 
that a person might need help in securing that accommodation in the first place.  This is 
symptomatic of the lack of clarity about the dividing line between responsibility for housing and 
for care and support. 
It is also unclear what is meant by “maintenance of one’s own home” This might simply be (akin 
to) cleaning. It needs to be stated that this includes all aspects of tenancy such as dealing with 
correspondence, recognizing problems and acting appropriately to be safe. (An example might 
be ensuring gas heating is regularly serviced). These criteria should also include protection of 
the very vulnerable from abuse and neglect. 
 
We note that the Chief Executive of MENCAP is concerned that the eligibility threshold is set 
“so high” and “The Government shuts out thousands of people with learning disability from 
getting the support they need” and we share his concern. 
 
Question 15 Eligibility  
See our response to question 14 above. 
The eligibility criteria, in attempting to be clear and specific, fail to recognise some needs that 
should be eligible for support. The focus of the question is on getting the right balance in 
expressing eligibility regulations. It might be better to focus on needs that should be met.  
If there is to be only one defined level, it should be set at the equivalent of the current 
substantial category, although provision should also be made for people who have a number of 
what are currently low and moderate needs which should mount up sufficiently to being 
regarded as eligible for funding. 
 
We would argue that having only one level without any definition of what is currently the 
higher category could easily tend to restrict adequate funding in that there would be no guide 
to the immense variety of disabilities and needs which lie above this level. This might lead to 
bunching people just above the minimum substantial level and to the development of a 
tendency to underfund critical cases because they have not been sufficiently well defined. 
 
Question 16 Definitions of basic care activities 
The list of basic care activities does not include the need to be able to manage personal 
finances, budget, apply for benefits and deal with official correspondence. This should not be 
left to chance or voluntary help. Many learning disabled people cannot manage these at all or 
without considerable support. This could lead to them experiencing very serious problems with 
severe consequences. Inevitably dealing with these consequences may be much more costly 
than providing support in the first place. 
 
 
Question 18 Assessment and eligibility 
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We feel that the guidance is sound but lacks definition of some terms which could lead to 
serious flaws in the process. The definition of carer and appropriate person needs further 
development in this section. For instance the guidance, in seeking to make assessment as 
joined up and comprehensive as possible refers to assessment as follows:  
 
“must be carried out with involvement from the adult and, where appropriate, their carer or someone 

else they nominate, including an independent advocate provided by the local authority.” 

We feel that the term carer should include family members who take responsibility for ensuring 
that the individual is properly treated, funded, advised, monitored etc., even though the bulk of 
personal care is not being provided and once the individual has left the family home (as 
formerly). Most families welcome the individual taking steps away from the family into more 
independent living, but they remain responsible throughout their lives and are the only ones to 
pick up the pieces when crises occur. They invariably remain a much-needed anchor in the 
individual’s life. The link between the individual and the family carer needs to be highlighted as 
these carers provide a massively important function, even though they recognize that decisions 
need to be made in a balanced way. It is also important to recognize that family carers are 
important natural advocates for individuals, whom they know intimately, and whose wishes 
and needs are very familiar to them. 
 
One of the most important needs of carers is to be recognized by providers, social workers and 
professionals as playing an important role in the life and care of the people for whom they feel 
responsible and for whom they care. This recognition could easily be lost.  
 
We feel that it is important that this role is embedded in the assessment process by a separate 
“domain” or section devoted to ascertaining carers’ views and particularly those of family 
carers as an integral part of the determination of need, as happened formerly. 
 
 
Question 19 Independent advocacy 
We recognise that the guidance states that an individual can be helped by “anyone 
appropriate” such as a family member in cases of substantial difficulty on grounds of incapacity 
in engaging with the assessment/review process. However we feel that this could be made 
much clearer. In cases where an individual, whether having capacity or not, does not wish an 
appropriate person to represent him/her and in which a best interests decision needs to be 
made, then the family carer needs to be included in the decision if not as the representative of 
the individual. The case study about Jacinta seems very harsh indeed towards families.  An 
independent advocate is by definition supposed to advocate a particular position, whether or 
not he agrees with it in a personal capacity.  Jacinta’s parents might be right in their belief that 
she will not be able to cope but their view should not prevent them from advocating for her if 
they are genuinely willing so to do, their own views notwithstanding, and their insight into the 
potential difficulties may make them better advocates for a suitable outcome, whatever their 
fears, than an outsider who lacks intimate knowledge of the particular case.  Each case will be 
different, but the importance of the involvement of the family and the fact that in the present 
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era of limited funding and resources they are often most likely to be the people who have the 
best insight into whatever is happening, will often make them the most suitable persons to act. 
There is a danger that the family could be written out of the representation of the individual 
and even of the decision itself because of their previously expressed views, whereas in fact they 
know the individual extremely well, could well change their minds, could contribute to the 
decision and, in fact, once the decision has been made, would remain intimately involved with 
the individual, responsible for helping to monitor the care plan, dealing with any crises and 
picking up the pieces, which will invariably happen. It is not wise or just that families should be 
written out of the important decisions regarding their disabled relatives.  
 
Learning disabled people are very vulnerable to persuasion and manipulation. It is important 
that procedures are in place to check that individuals are supported by people they choose or 
independent advocates.  
 
Question 38. 
At §10.57 & 10.58 the Guidance rightly recognises that there may be circumstances in which 
the plans of two or more persons should be combined.   We suggest that in its present wording 
the Guidance will hinder the likelihood of this happening.  It fails to acknowledge that in such 
circumstances it may always not be possible to “reflect the individual needs and circumstances 
for each person involved” to the fullest extent for that individual alone.   The (over-)emphasis 
on each individual’s needs and circumstances fails to recognise the benefits that that person 
(and the others involved) may receive if his/their needs and circumstances are liable to be 
qualified to a proportionate, balanced and fair extent in order to promote the joint benefit to 
the household or community.   We believe that this is already a particular problem that arises 
from the current focus on personalisation and the ascendancy of individual rights.  We suggest 
that there should be explicit reference to the fact that the provision of a joint benefit may be an 
appropriate way of reflecting the individual’s needs and circumstances even if the result is that 
the provision for his needs and circumstances has been qualified. 
 
Question 53. Could local authorities duties in relation to housing be described more clearly in 
the guidance? 
Yes.  We do not really understand from the Guidance what those duties are said to be.  Further, 
in Question 14 above we have given an example of the failure to identify the 
obtaining/provision of housing as being part of the definition of basic care activities and we 
think that this is symptomatic of a general lack of clarity in the legislation and guidance about 
where housing fits into the new structures – where housing ends and care begins, and vice 
versa. 
 
Question 63 Delegation of functions by local authority 
If assessment is contracted out to an independent assessor, then it is crucial that everyone is 
aware that this is the case and that the local authority, not the contracted assessor, remains 
ultimately responsible for the whole assessment process. There is a danger that the local 
authority could become removed from those for whose care they are responsible. 



6 
 

Question 63 deals with delegation of care and support activities.   This comment is about 
delegation of assessments and should be in that part of the consultation relating to assessment, 
but there is not an appropriate place for it in that part of the Consultation Paper – see Question 
13.  We therefore include it here, as this is another instance of a delegation of functions. 
 
Questions 71 and 72 Housing and Ordinary residence 
We wonder what consideration has been given to the definition by the Supreme Court of 
habitual residence in relation to a child in Re A [2013] UKSC 60.  This disapproved the test 
derived from R v Barnet London Borough Council ex p Shah [1983] 2 AC 309.  We refer also to 
the observations by the Court of Appeal about ordinary residence in relation to the National 
Assistance Act 1948 in The Queen, on the Application of Cornwall Council v Sec. of State for 
Health & ors [EWCA] Civ 12, which likened the test for ordinary residence under the Act to the 
test for habitual residence as defined by the Supreme Court in Re A. 
 
Question 74.  What further circumstances should be considered when carers and people with 
care and support want to move? 
At present the ability of a person with care and support to move is in practice more restricted 
than that of a person with capacity.  If the former wishes to move out of the area that is 
funding his care and support he becomes embroiled in a lottery as to whether his care and 
support needs will be met to the same extent as previously.   His care and support needs will 
have been assessed by an expert inquiry by the first local authority and they will in principle 
remain basically the same.  By s37 of the Care Act 2014 he will nonetheless have to undergo a 
fresh assessment by a new expert for the new authority and risks that that expert (who is an 
individual, not a machine) arrives at a wholly different conclusion.  The substitution of a single 
eligibility criterion for the current 3 different criteria should limit the risk to some extent but 
nonetheless, as his essential needs will not have changed it should be a matter of the new 
authority taking on the original assessment and ensuring that, subject to local factors that have 
nothing to do with the individual, the provision remains the same. 
 


