NATIONAL FAMILY CARER NETWORK
RESPONSE TO VALUING PEOPLE NOW CONSULTATION – MARCH 2008
Introduction

The National Family Carer Network (NFCN) brings together groups and organisations that support families, that include adults with a learning disability. By linking groups and organisations, the network gives a national focus to a wide range of policy issues concerning family carers of adults with a learning disability. These family carers increasingly include people with a learning disability who are family carers in their own right, caring for or supporting children, partners, parents or friends. Our key objective is to work together to promote better life chances for families that include someone with a learning disability.

Consultation with family carers
The National Family Carer Network response to the Valuing People Now Consultation is based on written responses received from our member groups and organizations, and from families known to the HFT Family Carer Support Service.  It also contains information from family carers and carers workers attending the NFCN consultation event held on 5 March in London, and earlier events on related issues.

Part 1: Summary of main issues and concerns raised by family carers 

Family carers have generally welcomed the Valuing People Now consultation document.  They acknowledge that the issues being raised are very significant to improving the life chances of their relatives with a learning disability, and also to their own lives. 

However they have expressed a number of serious concerns and doubts.  Some relate to the specific sections and priorities of the document, and are addressed in the questionnaire response later in this report.  Other issues they raise are central to the whole consultation, and will, they believe if overlooked, affect the outcomes of implementation and service delivery.  These are as follows:
Family carers 
There is widespread agreement that the significant role played by family carers in the lives of their relatives with a learning disability is given insufficient recognition and priority throughout the document.  It is estimated that around 64% of adults with a learning disability live with their parents or another family member.  They therefore constitute a major proportion of the learning disability work force.  Yet perhaps because they are not formally expected to give feedback on how supports are working for their relative themselves, some say
“carers are barely consulted or selectively so.  We probably know more about the special needs of the people with learning disability for whom we care.”
Family relationships are important and are often the “gateway” to participation in the community and to “active citizenship”.  
“My son goes swimming to a local pool weekly when his father takes him.  He would not be taken by the care staff in his home.  Family carer input can provide considerable enlargement of experience.”
Also decisions made about service delivery affect family carers too.  Family carers often provide the “fall back” position for their relatives with a learning disability – if services break down or encounter difficulties, it is often the families who step in to provide support for their relatives, usually with insufficient support for themselves.

As one family carer notes:  “when things go wrong it is usually the families picking up the pieces”.
The needs of family carers themselves should be acknowledged and addressed when developing services for their relatives. - Their needs for independent lives, choices, information, support and breaks from caring.  Otherwise there is a risk of progress for people with learning disabilities coming at the expense of family carers.  There is evidence to show they are impoverished and their health suffers because of the long term caring roles they play.  Family carers want
“more support for carers, they need to be valued too, and to be given real hope for the future of the people they care for”.
For all these reasons and the additional responsibilities coming with the changing nature of services, family carers are asking to be recognised and included as stakeholders throughout this process, and also involved in the monitoring of all services provided. 
Individual need and ability 
Despite the welcome emphasis on personalisation within the document, concern was expressed that the Valuing People Now proposals seem to be based on a particular “ideal” goal.  Family carers are concerned that the proposals adopt a “one size fits all” approach to provision, which will only meet the needs of those people with a degree of independence, who have less severe needs.  
“The range of people’s disabilities says we should offer a range of services to suit everyone’s needs.  What is right for one is not always right for another.”
There is a lack of confidence that the proposals will be implemented locally to address the needs of those with more complex needs, who require ongoing care.  They welcome the recognition there is a need for services which respond to and reflect the needs of each person with learning disabilities, offering appropriate support and understanding. However there is a view that regarding those with more complex needs:
“at the moment their needs are being largely ignored because the problem is too big, too expensive and too difficult to tackle properly.  Parents/ carers struggle on as best they can, with varying amounts of national and local support, until they are no longer able to cope or die.”
Limited resources and funding
The imminent review of how social care should be funded in future is crucial. At present there is great concern amongst family carers about how the proposals will be implemented in the current climate of limited financial resources and restricted eligibility criteria, limiting access to adult social care services.  Family carers believe there needs to be government commitment to a significant and sustained increase in funding to provide the developments proposed.  They would like clear information provided about how much money is being made available.  No doubt individual budgets will help to clarify this.
“all activities of this nature are financially driven.  We need to start by establishing how much money is available, then realistic estimates of costs and various things we wish to do, then will be in a position to prioritise the future programme”
Families are keen to see the gains offered in the paper, but anxious that they may be too costly to implement.
“if budgets are not sufficient to provide adequate care or support and if criteria are ever more restricted for those who need help, families are left to care with little or no respite”

Many express concern about the existing pressures on their local authorities, and seek reassurance that there will be strict accountability of local authorities if they are given any additional funding responsibilities. 
Provision
Family carers welcome the paper’s clarity about how responsibility for support needs to be shared nationally and locally; there need to be clear focused plans for delivery and information about specific departmental responsibilities.  There is a plea for a range of “joined up”, flexible services, fairly distributed across the country (not a “postcode lottery”), which offer real choice to individuals.  Also family carers stress the importance of not destroying services which have been built up and are working well; retaining existing services, including residential care and day centres, which are meeting people’s needs – at least until better alternatives are in place.  
“There is a complete run down of day services for those severely disabled without giving due consideration to providing other facilities.  In a rural area alternative facilities are non existent and transport is also a problem.”

They also ask that services must be carefully regulated to maintain quality standards.
Awareness raising campaign

There are suggestions for the promotion of a national campaign to educate the public about learning disabilities, to increase understanding and diminish hate crime.  
“I wonder if more should be invested in going into schools, explaining to young people that those with learning disabilities may perhaps look different but they feel, hurt, love, hate, bleed…just as we all do.  And they need friendship and acceptance.”

“Can there be a campaign to illustrate the full range of people with a learning disability – the pictures on Valuing People Now cover all look personable – our son scares people when they see him; people should be more used to people like our son.”
The consultation document

Some family carers would welcome a glossary of terms used, with definitions and explanation of abbreviations.
They also comment on the lack of sufficient useful statistical information within the document for planning purposes, and the need for such information to be presented.  They appreciate this need has been acknowledged and will be addressed in the future when better data will be collected and analysed on population, demand and spend.
Part 2: Specific responses to the consultation questionnaire

The Big Priorities

Do you agree that we should identify a small number of priorities and give them more attention?
Many family carers agree that a small number of priorities should be identified.
Do you think that the priorities we have identified are the right ones? 
They give their qualified support for all those identified.  
See detailed comments under the sections below.
Any other topics you think should also be one of the Big Priorities?
The other topic most frequently suggested for inclusion as one of the Big Priorities is: Family Carers – recognition of their needs for support and information, of the impact of the proposed changes upon them, and involvement as stakeholders, particularly with the changing social care agenda.
Other comments about the Big Priorities?
Issues raised related to:
· recognition of the role of family carers

· funding and limited resources

· the perceived focus of the document on more able adults with a learning disability and concern about meeting the needs of less able people
Please tell us what you think about the different sections on Valuing People Now:
The Big Priorities
i. Personalization
Family carers want their relatives to have choice and control, but say it must be realistic, appropriate and safe.  They want them to have good purposeful and meaningful lives.  Many family carers think that the opportunities described may only be appropriate for those who can effectively control their lives, and even then only if the right support is in place.
New initiatives such as self directed services, direct payments and individualised budgets are broadly welcomed, but there is concern that these should be adequately funded to include support for coordination, facilitation and independent brokerage (particularly for people with complex and high individual support needs).  Often family carers adopt a significant unpaid role in developing, coordinating, managing and maintaining complex packages of support.  Whilst some families choose this role, it should not be assumed that they are willing and able to adopt it on a long term basis, nor should those people with learning disabilities who do not have access to such support be disadvantaged as a result.
“As a parent of a young man using direct payments and benefiting greatly from the use of direct payments, I have no idea whatsoever about how this would work if I were no longer around to do all the admin work and personnel management required.”
Family carers need information and support around direct payments and individual budgets, In Control brokerage and the options available.  Also there are concerns that some local authorities may force family carers to take individual budgets.

 “Individual budgets and direct payments are a real fear for some ageing carers in their 60s plus, as it may be too much of a worry and burden”.
There are real concerns that individual activities can be difficult to find particularly in rural areas and where public transport is limited.   Also it is suggested that some group activities should not be ruled out – there should be real choice.

ii. What people do during the day
Family carers generally want their relatives to be supported to be included with their communities, wherever possible.  They support the renewed emphasis on person centred planning:
 “good person centred planning has created good and fulfilled lives for some people with severe learning disabilities – partnership between statutory service, voluntary sector and family carers makes that happen”.
Most family carers think that paid work is not an option for every adult with a learning disability.  They take the view that other fulfilling and meaningful activity is sometimes more realistic, and at least as important as paid work, and that a wide range of activities are needed.  Family carers ask why such activities should not continue to be provided by well run, well staffed centres, where appropriate.
And however satisfactory paid or unpaid work is for some people, this is unlikely to fill many peoples’ weeks. There is support for the aim of seeking paid work for those who are able to work, and emphasis on the need for support for those in work. They stress the importance of good communications with all involved, including any day centre and college where appropriate. Questions asked about paid work focus on whether it is realistic to expect payment of the minimum wage, about the impact on people’s benefits, and concern that if in employment a person’s income could decrease.
Other issues raised relate to a lack of recognition of the important role family carers play in providing day and evening activities; concerns about the limited role played by colleges only offering courses leading to qualifications and not offering broader living skills; and concern that there is insufficient focus on the needs of older people with learning disabilities.

iii. Better health
This is considered an important priority.  Family carers say health care opportunities should be as good as those offered to people generally, health checks should be offered, and in additional care should be taken to assess for hidden conditions such as diabetes and high blood pressure.
There are concerns that services should be available to meet the needs of people with a learning disability who also have mental health problems – without them falling between health and social care agencies.  It is also noted that accessing dental services can be difficult, due to pressures on specialised community dentists.

Family carers stress that their own health needs must also be considered, and talk about the effects of caring on their health and the importance of providing support to maintain their health. 
Also there are concerns about responsibility for inpatient care of people with a learning disability when admitted to hospital; the need for appropriate staff training and support for family carers.
iv. Improving people’s housing situations
Again family carers generally support this proposal, but also recognise that individual tenancies may not be suitable for everyone.  They seek flexibility in the system and good information about the options available. They say that those for whom individual tenancies are a realistic option should be given sufficient support and adequate funding to ensure success – and stress that family carers should not be expected to take the responsibility of providing this.  
It has been suggested that there should be some flexibility in the interpretation of housing benefit rules to allow occupation of a larger property, where for example there are resident care staff or people need space for equipment.
Family carers stress that other housing choices should also be available, and some request that good quality residential homes and intentional communities should be retained as another option, with better monitoring of quality through the Commission for Social Care Inspection and Healthcare Commission.  Other sections of the community such as older people enjoy a range of housing options such as these.
Also some say that people should be entitled to choose living with their family for as long as everyone wishes, if that is what they and their families wish.  However it is also noted
“Families should not be left with caring into old age because there is no flexibility in the system.”
Family carers worry about what will happen in the future after they are too frail or no longer there, and they need support to begin to think about this when they are ready to, and to make plans of what they want in the future to avoid a crisis.
The Wider Agenda

v. Advocacy and rights
Family carers agree that this is vital in achieving support and services for people with a learning disability and suggested that the proposals do not go far enough.  There say there needs to be a real effort to consult and represent the views and interests of the more severely disabled people who are not able to articulate their views, and for their views to be more adequately represented in consultation forums and partnership boards. 
It is also noted that families often act as powerful advocates for their relatives, providing practical support, information and the means to challenge authorities regarding access, provision and quality of service. Where they do advocate for their family member, they should be supported in this role.  Also family carers may need advocates themselves and this service should be available.  In fact family carers as users of services need their own user led initiatives.
vi. Partnership with families
Family carers generally support these proposals, but say that in practice family carers are not valued as highly as suggested in the document.  Many family carers feel that their voice is heard but not often listened to:

“ carers should be seen as a valuable asset, not just a nuisance”
“often families are the ‘ experts’.  Their expertise should be valued”
They stress the need for short breaks, information and other support for carers, and are concerned where the funding will be found to implement these proposals. 

Family carers say that “modernisation” has had a devastating effect on some families, where day centre services and college courses are no longer available, putting additional caring responsibilities on family carers and also limiting their opportunities for respite.

Other issues which are missing from the proposals include: the need to reach and consult carers, including those from minority communities, who are “seldom heard” when monitoring change; support for carers’ health needs, training leisure and work needs.
vii. Including everyone
Again family carers are positive about the proposals, but question how realistic they are for those with the most severe and complex needs.  Some feel that “traditional” day centres are meeting the needs of their severely disabled sons and daughters, feeling that these are providing the security, routine and familiarity they require to have a fulfilling life.  Others lack confidence that their local services will implement the proposals.
Inclusion of people on the autistic spectrum is welcomed, but again concern expressed about how their needs will be met.
viii. People as local citizens
Again family carers welcome this approach, but have reservations about the reality of implementation. They stress the importance of having local support to live independently locally.

Some have concerns about the safety of their relatives in the local community, which can be “hostile”, and note that some people may still need the opportunity to mix in a safe environment.
It is suggested that going into schools to raise awareness and promote understanding may help to prevent hate crimes.
Travel and transport can be made more accessible by initiatives such as calling out the names of stations, and providing free transport passes for family carers.

ix. Transition
Family carers have described the contrast between the emphasis on developing skills, interests and a sense of purpose within schools and colleges and the subsequent difficulty in maintaining this in adult life.

They stress the difficulty of transition from children’s to adult services.  Some describe transition from school to college as “a big black hole”, and seek more continuity from school to college.
“if things can be got right at transition then many later problems can be avoided”
Families’ experience indicates that in some areas guidance is not being followed:

“transition to adulthood needs to begin at 14 and links between adult and children’s services need to be strengthened”
Many children with learning disabilities and challenging behaviour are sent out of area, making transition frequently problematic, with the home authority lacking expertise and capacity to make appropriate provision.  There is a request for national and regional strategies to plan provision for people with complex needs, and for families to be given appropriate information and support before crisis point; also a request for local provision of a better range of education for 19-25 year olds in every county to avoid out of county placements.
x. Improving the workforce
Family carers generally support the proposals outlined.  

They stress the need for appropriate training for staff, including courses on effectively working with families, which involves carers as paid trainers.  Also the need to retain good staff – by offering a good career structure and rates of pay which reflect their responsibilities.  Some further suggestions include more specific training for senior managers, who should have “back to the floor” experience annually; the use of Healthcare Commission/ BILD booklet “What is learning disability” for informing trustees, community and workers.

Making it Happen

xi. National and local leadership
Family carers would like to see the Learning Disability Development Fund ring fenced.

They generally view Partnership Boards positively, seeing them as a crucial part of “making it happen” at local level, but say they need a complete overhaul of their role, with responsibilities and authority defined.  
For further information see answer to specific Question on page14.
There is a suggestion for the greater use of complaints procedures to identify issues and put things right

xii. Better commissioning
Family carers seek involvement along with other stakeholders in the early stages of writing specifications and other documents.
Although many family carers support the transfer of funds to local authorities, they seek evidence that local government will run things better than the NHS. 
For further information see answer to specific Question on page14.
xiii. Checking how we are doing
Family carers say two performance indicators are insufficient, and have suggested there should be one for each key area and one for partnership Board effectiveness, making a total of five. 
They seek their place in the monitoring and inspection of services, and suggest they should be recruited as “experts by experience” to work with assessment and inspection teams, trained on procedures and paid for their role. 
It has also been suggested that proactive rather than reactive approaches to monitoring are needed, including the everyday monitoring of services – by the Commission for Social Care Inspection and Healthcare Commission; and there needs to be focused monitoring of support for individuals and follow up at specific times, including when a person leaves education.  Family carers would welcome the opportunity to help monitor how support for their relatives is working.
There are some questions where we are particularly interested in knowing what you think.  Please answer the following questions:
i. Do you agree that a major focus on supporting people into paid work should be at the centre of planning day service changes?
Most family carers express very real concerns about placing paid work at the centre of planning day service changes. Their concerns relate to: 
· issues about the world of work and benefits – the minimum wage, the mundane and repetitive nature of some work (eg shelf stacking), loss of benefits, possible impact on income 
· their view that it is unrealistic that people with complex needs will obtain paid work and the need to provide stimulating activities for them
· the potential loss of centres, which some family carers (particularly carers of adults with more complex needs) think, if run well are a positive resource, providing a range of stimulating activities, and also a support mechanism for those seeking work and becoming more independent.
For these reasons many family carers do not wish to see paid work at the centre of planning.  They wish to see support and encouragement for those who are able to seek and retain work, and also would like more effort to be made to provide better daytime opportunities tailored to people’s needs and abilities, and the offer of supported voluntary work, alongside ongoing support to those seeking and finding work. 

ii. Do you agree that people should be offered regular comprehensive health checks?
There is considerable support for the provision of regular comprehensive health checks.  However family carers note that this should not be a numbers/ target-meeting exercise: health checks should acknowledge individual needs, and also should be frequent as well as regular.  There are concerns about the costs of providing such checks. The importance of using appropriately trained, qualified and experienced staff to meet the needs of adults with a learning disability, and need for national standards and monitoring of implementation are also stressed.  The health care needs of family carers must also be met, and health checks for carers should also be available.
iii. Do you agree about the increased focus on people having assured tenancies and owning their own homes?
Again there is overall agreement for this increased focus, but with certain reservations.  Family carers hope that the range of individual needs and wishes will be acknowledged, as well as the need for adequate support for people moving into and living in assured tenancies and their own homes. They raise questions around the quality and availability of provision, and about the protection of vulnerable adults.  They also stress the need for robust monitoring and inspections.
Again they note the importance of choice and flexibility - alongside tenancies and home ownership, some family carers say there is need for continuing provision of residential homes and short break facilities, which are sensitive to cultural issues.  

Also provision should not be reliant on family carers:
“Families should not be faced with caring into old age because there is no flexibility in the system.” 
Where people are choosing to continue living with their families, there should be support for thinking about and making plans for the future when this will be no longer possible.

Families need information so they can inform and support decision making about housing and support options.
iv. Do you agree that Partnership Boards should continue – but be helped to be more effective?
Many family carers agree that Partnership Boards should continue.  They think that the opportunities offered for consultation and sharing of views are important, but they question their current effectiveness.   They acknowledge  the input from the Valuing People Support Team in making improvements, but they think Partnership Boards need more help, support and direction, clarity about their role, responsibility and authority, along with better accountability and monitoring.
“..they are taking a lot of time and hiding inaction...and should only continue if slimlined and focused on delivery”

A number of family carers were unaware of the existence of partnership boards prior to the consultation, and were unable to comment. 
v. Do you agree with funding and commissioning of learning disability services (apart from what is clearly healthcare) moving from the NHS to local government?
The mixed feelings family carers express about this issue may reflect a lack of a clear understanding about the implications of this change.  Some family carers give their qualified agreement that this should happen.  They like the idea of bringing the responsibilities for learning disability services into the local community, however with their awareness of local authorities budgets being overstretched, they are only happy about this proposal
 “providing it (funding) is ring fenced and fairly allocated”.
If funding moves to local government, family carers would like checks in place to ensure that the funding is used for the purpose intended, inspection by an agency such as CSCI, and penalties if the local authority fails to comply.  
Those family carers who do not agree, have concerns often arising from personal experience of their own local authority, and are anxious about further increasing the pressures on local authorities. They are concerned that services for people with learning disabilities may not be given sufficient priority by their local authority, and also fear that provision by local authorities will give rise to inconsistencies in services across the country.
Overall:
Do you think that Valuing People Now has identified the most important issues for the next three years?
Many family carers are in agreement that the important issues have been identified, however they have real concerns about whether the proposals are realistic and can be implemented. 

“the proposals sound promising, however little idea is given to management, logistics, rationale, or how the changes will be implemented for all no matter how complex their disability”
They also fear that there will be additional pressures placed on family carers to support their relatives. 
Do you think the actions proposed in Valuing People Now will help change things?
Family carers are generally optimistic that the proposed actions will change things for the better, but only as long as adequate funding is made available, and providing the role of family carers is valued.  They seek recognition of the significant role they play in the lives of their relatives with a learning disability, and request provision of appropriate support for carers. They stress that the changes taking place must not be made at the expense of their health or choice and control in their lives.
What other actions would you like to see in Valuing People Now?
· An assessment of the impact of the proposed changes for family carers.
· A commitment to a significant and sustained increase in funding.
· National support for family carers, and comprehensive local carers’ services, including the provision of information on all aspects of caring.
· A system of monitoring of standards of care provision across the country to ensure adequate consistent levels of care, which includes family carers in the monitoring process.
In addition please also see the central issues raised in Part 1:
Joan Cox
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