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How does Valuing People Now aim to improve things for people with Profound and multiple learning disabilities (PMLD)?


The PMLD Network responded to the Valuing People Now consultation saying what changes we wanted to happen to improve things for people with PMLD. 

We told the Government what changes we thought needed to happen in all areas of people with PMLD’s lives, like health, housing, what people do during the day – to improve things for them.

Here we have summarised important things that Valuing People Now says, key recommendations it makes and actions being taken forward which are in line with or relate to what the PMLD Network asked for. 
We have also pointed out anything we think is missing from this new strategy. 

Including Everyone
What Valuing People Now says 
· It acknowledges that people with complex needs have largely missed out on changes brought in since Valuing People and it identifies the need to take specific actions to include people with complex needs.
· It defines who it means by people with complex needs and it says this group includes people with ‘profound and multiple learning disabilities’.

· It says what ‘good services for people with complex needs’ look like.

· It recognises that people with complex needs will need very individualised support packages.

· As part of ‘Including Everyone’, Valuing People Now says it is vital that family carers are recognised and valued as key partners. It recognises the need to focus on the needs of carers and says there is Government money to implement the Carers strategy. 
Key recommendations it makes

· Commissioners and service providers will address the recommendations of the Mansell Report and will include people with complex needs in the development of self-directed services in their area.

· 
Partnership Boards to develop their own Equalities Schemes to show how they are implementing and monitoring Equalities legislation.   
 Actions being taken forward
· A National programme lead will be appointed to champion issues for people with complex needs.
· The Department of Health will commission work to support improvements in basic and best practice communication with people with the most complex needs. It will also scope work, using information currently available, to identify and support people with the most complex needs – this will be used to generate models for local application.

· There will be scoping work on the collation of existing data around people with learning disabilities, including those with complex needs. The scoping study will then be used to identify gaps and action.

· A National programme lead will also be appointed to champion issues for families.

Personalisation
What Valuing People Now says 

· It says that the principles of personalisation should be embedded within all aspects of planning, commissioning and delivery of support services for people with complex needs.
· It recognises that people with complex needs will need very individualised support packages.
Key recommendations it makes

· Personalisation strategies include implementation of person centred planning, support planning and carers impact assessments for all adults with complex needs.

 Actions being taken forward

· Work will be carried out in the regions to ensure that locally the personalisation programme includes people with learning disabilities, including those with the most complex needs. 
Having a life: Better health

What Valuing People Now says 

· It says the ten main recommendations of the Independent Inquiry into access to healthcare for people with learning disabilities – Healthcare for All – are accepted by the Department of Health. 

· Partnership arrangements between health professionals in mainstream and specialist learning disability services are needed to ensure people with more complex needs access the best care and treatment in the full range of health services.
Key recommendations it makes

· Strategic Health Authorities (SHAs), Primary Care Trusts (PCTs) and NHS Trust providers to address the recommendations in Healthcare for All and the Government’s response, particularly in ensuring that reasonable adjustments are made to all health services to reflect the specific needs of people with learning disabilities.
· All relevant bodies to follow the guidance around commissioning health services for people with learning disabilities (including the specialist learning disabilities commissioning guidance 2007).
 Actions being taken forward

· The Department of Health will continue to promote annual health checks for people with learning disabilities. There will be a new indicator to show the number of people with learning disabilities known to local authorities receiving a comprehensive annual health check. 
· A number of other actions in light of Healthcare for All including the development of a Public Health Observatory to collect, collate and analyse data regarding people with learning disabilities, and action to support improvements in the training and education of healthcare staff in relation to learning disabilities.

Having a life: A place to call home
What Valuing People Now says 

· Independent supported living can be enjoyed by people with very high or complex needs as well as those with fewer needs, because the support is tailored to their particular requirements.
Key recommendations it makes

· Joint strategic Needs Assessments to identify the housing needs of people with learning disabilities to inform strategic planning including the number of people with complex needs.

 Actions being taken forward

· There will be a joint programme of work with Communities and Local Government to increase housing options for people with learning disabilities.

Having a life: Transition, Education and Work
What Valuing People Now says 

· It says the objective is for all people and their families to have a fulfilling life of their own, beyond services, that includes opportunities to work, study, and enjoy leisure and social activities. This includes supporting more people with learning disabilities, including those with more complex needs, into paid work.
· It says access to post-16 education has been a problem because of priority being given to young people and achieving level two qualifications which excludes people, especially those with more complex needs.

· It says for some people with highly complex needs, such as those with PMLD or who are medically dependent, paid employment poses particular challenges although it remains an aspiration.

· It says that services should invest in making community based facilities and settings accessible for all.
· It says that services should develop a clear commissioning strategy that shows how money will be drawn down from traditional services and re-invested in wider opportunities.
Key recommendations it makes

· All partnership boards to ensure that by 2012 all young people with statements of SEN who have learning disabilities have person centred reviews from age 14 to 19 and actively involve the young person and their family. All transition plans and year 9 reviews where appropriate to contain a section on health needs and start the development of a health action plan.
 Actions being taken forward

· A programme to embed person centred transition planning in the statutory process nationally will continue to be overseen.

· (Most other key actions in this section relate to increasing the number of people with learning disabilities in employment.)

Having a Life: Relationships and having a family
What Valuing People Now says 

· Some specific reasons for why people with learning disabilities have limited relationships include services getting the balance wrong between protecting vulnerable people and helping people have a life: positive risk-taking should be part of everyone’s life, including those with more complex needs.
Actions being taken forward

· Work with CSCI (and subsequently the Care Quality Commission) to address the role of registered care services in supporting people to develop and sustain relationships.


People as Citizens: Advocacy
What Valuing People Now says 

· People with learning disabilities should be treated as equal citizens in society and supported to enact their rights and responsibilities.
 Actions being taken forward

· The Valuing People national advocacy fund will focus on supporting advocacy to achieve a greater impact. This will include work to support advocacy for people with complex needs.
· Toolkit for self-advocacy groups in order to ensure they are effective in representing the views of people with learning disabilities in local planning and commissioning processes and actively seek to involve people with complex needs.
· The Department of Health will evaluate the partners in policy making programme and identify ways to make it more effective in encouraging people with complex needs to be active members on partnership boards, national and regional and forums and self-advocacy groups.

People as Citizens: Transport, Leisure Services and Social Activities
What Valuing People Now says 

· People with more complex needs are often not connected to their communities or given any meaningful programme of vocational, social, leisure or learning activities. New initiatives like ‘Changing Places’ demonstrate that this need not be the case.
 Actions being taken forward

· The Department of Health will work with the Department of Culture, Media and Sport to explore how local leisure services can be made more accessible for people with learning disabilities.
Making it Happen: Workforce
What Valuing People Now says 

· Tailoring care and support for people with complex needs requires imagination, skill and commitment from the staff who provide support to people and the managers who employ those staff. There is clear evidence that where skilled person-centred approaches are used, people with complex needs benefit. This requires more emphasis in workforce development so that individuals get the skilled support they need.
 Actions being taken forward

· Work will be done to ensure that the adult social care workforce strategy reflects the needs of people with learning disabilities.
PMLD Network, January 2009

What does the PMLD Network think of Valuing People Now overall?


Valuing People Now recognises that we must focus on meeting the needs of those with the most complex needs and we welcome the programme of work it is taking forward in this area. It is crucial that this programme of work includes a specific focus on meeting the needs of people with profound and multiple learning disabilities (PMLD) - who have the most complex needs of all - so that they don’t get left out of this. 





We welcome the strategy’s focus on meeting complex needs, but much needs to be done to ensure that the strategy actually delivers the changes needed to improve the lives of people with PMLD.





What the PMLD Network thinks 


We welcome the champion for people with complex needs and the programme of work around complex needs being taken forward – but there needs to be a specific focus on profound and multiple learning disabilities (PMLD) within this.





We are pleased that Valuing People Now recognises the need to collect better data about people with learning disabilities. It is important that data collection includes the numbers and needs of people with PMLD, so that this group of people – who have the most complex needs – can be properly planned for.





We are pleased it is recognised that people with complex needs will need very individualised support packages. But there needs to a commitment to funding these packages to make it a reality.





Valuing People Now doesn’t mention short breaks for families of adults with PMLD. We think there should be a duty on LAs  to provide short breaks to support families of adults with PMLD to ensure that carers and people with PMLD have access to flexible, good quality short-breaks which they need.





What the PMLD Network thinks 


There needs to be a commitment to funding the very individualised support packages which Valuing People Now recognises that people with complex needs require. 





It should also be possible for people with profound and multiple learning disabilities (PMLD) who are un-befriended or who do not have strong family support to have the same opportunity to have an individual budget.





Person-centred plans for people with PMLD should demonstrate meaningful involvement of people with PMLD.





What the PMLD Network thinks 


All actions to address the recommendations from Healthcare for All must be inclusive of the needs of people with profound and multiple learning disabilities (PMLD), i.e. training of staff must address the specific needs of those with PMLD; data about people with learning disabilities should be analysed in a way that enables the specific health needs of people with PMLD to be understood. Annual health checks must be thorough and personalised in terms of the person’s complex health needs.   





What the PMLD Network thinks 


We believe that people with profound and multiple learning disabilities (PMLD) should have choice and control about where to live. We welcome that there should be a range of housing options available. However there needs to be the funding commitment to make this a reality – people with PMLD will need appropriate housing for their health and social care needs and skilled support staff who can meet these needs.





What the PMLD Network thinks 


There should be a holistic approach to transition planning covering all aspects of support, including the person’s health and social care needs not just their education. There needs to be the joint-working and funding to support this.





We are concerned that there is no real acknowledgement that for many people with the most complex needs, for example people with profound and multiple learning disabilities (PMLD), work is not a realistic goal. People with PMLD need stimulating and meaningful activities that enable them to reach their potential. This should include access to further education courses which enable them to continue to learn and develop their skills but that don’t have work as the only end goal. Ensuring people with PMLD have access to a community resource base equipped for meeting complex physical and health needs, with skilled support staff, who are working in line with good manual handling policy, should be a priority.





There needs to be clear guidance on how money from traditional services should be re-invested in wider opportunities which meet the needs of people with profound and multiple learning disabilities.





What the PMLD Network thinks 


The PMLD Network agrees that there should be support which helps people with profound and multiple learning disabilities (PMLD) make friends and relationships. Work with CSCI needs to include a specific focus on supporting people with PMLD to do this.





What the PMLD Network thinks 


There should be greater advocacy provision for people with PMLD. We welcome that Valuing People Now says work will be done to support advocacy for people with complex needs. However we are concerned that not enough start-up and on-going funding will be provided to ensure that people with PMLD have the opportunity to access non-instructed advocacy in all important decisions affecting their life – something that the PMLD Network believes is very important. We welcome that work will be done to explore how the involvement of people with complex needs in partnership boards and self-advocacy groups can be encouraged– we believe that all partnership boards should have a PMLD champion and a policy on how they creatively consult with people with PMLD.





What the PMLD Network thinks 


There should be specialist and flexible transport, Changing Places toilets – with a bench, hoist and plenty of space - in all big public places, and good manual handling policies and practices. There should be awareness-raising about what it means to have profound and multiple learning disabilities and of the contribution that people with PMLD make to society. 





What the PMLD Network thinks 


We agree that there needs to be a skilled and sustainable workforce who are trained to meet the complex health, communication and behaviour needs of people with profound and multiple learning disabilities (PMLD). There will need to be proper investment in training of staff and staff pay should reflect the additional skills and training they need to provide good quality support – if this is to become a reality. 
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