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Introduction
The PMLD Network welcomes the greater emphasis that Valuing People Now places on the needs of people with complex needs. We are pleased that the government:
· Recognises that people with the most complex support needs have been missing out on the changes brought in since Valuing People. 
· Says that when planning and delivering services you should start by thinking about those with the most complex needs.
· Says that you should think about what additional services and supports are needed for people with the most complex needs rather than developing separate services. This is so that people with the most complex needs can be included with everyone else.
The PMLD Network welcomes Valuing People Now but we think a number of things have to happen if things really are going to get better for people with profound and multiple learning disabilities (PMLD).
What needs to happen?
Including everyone
· The government talks about ‘Including everyone’ in Valuing People Now but it is not a priority area. We want it to be a top priority.

· The government needs to collect national and local data on the population of people with PMLD so that appropriate services can be planned. 

· There should be better monitoring of service provision for people with PMLD.

· There should be recognition of the true costs of good support.

Personalisation

Individual budgets:
· Individual budgets should include everyone. There should be recognition that the complex needs of these individuals often require complex support packages.
· There should be no artificial top limit for individual budgets and the resource allocation process will recognise the true costs of support.

· It should be possible for people who are un-befriended or who do not have strong family support to have the same opportunity to have an individual budget.
Person centred planning
· People with profound and multiple learning disabilities (PMLD) should be given priority for person centred planning.

· Plans for individual budgets should be based on good person-centred planning and the involvement of a circle of support.

· Staff should have the training and skills needed to involve people with profound and multiple learning disabilities (PMLD) in meaningful PCPs.

· Person centred plans should be part of inspection criteria for services, with sporadic checks that plans are being implemented and that they demonstrate the meaningful involvement of people with PMLD.

What people do during the day (and evening and weekends)

The Day services programme should be planned, monitored and evaluated with the needs of people with PMLD in mind. This means that:
· Day time activities should be stimulating and meaningful to the individual.
· It should be recognised that many people with PMLD experience the world largely on sensory level and activities that take that into account should be developed.

· People should be included in community activities in a way that is meaningful to each person. 

· People’s physical and health needs should be supported in a dignified manner.
· Community resource bases equipped for meeting complex physical and health needs should be provided.

· Manual handling policy and practice should not act as a barrier to taking part in community activities.

· There needs to be suitable and flexible transport that enables people to physically move around their community.
· There should be a workforce that is both sufficient and skilled to meet complex health needs and non-formal communication techniques.

Better health

· There should be NHS commissioning that recognises the need for access to specialist expertise.

· There should be annual health checks (these should be thorough and personalised in terms of the person’s complex health needs), Health Action plans and health facilitation in place for all people with profound and multiple learning disabilities (PMLD). 

· People with PMLD should be getting the healthcare support they need. This means the workforce needs to be properly trained in meeting their health and communication needs 
Improving people’s housing situation

· People with PMLD should have choice and control about where they live.

· There should be more funding for high quality, safe and supported living opportunities

· There should be a range of choices from registered care to supported living

· There needs to be a skilled workforce that can support people who have complex health, behaviour or communication support needs wherever they live.

Advocacy and rights

· There should be greater advocacy provision for people with PMLD. This means that increased funding for advocacy in particular non-instructed advocacy should be available and more advocates should be trained in non-formal communication techniques which will enable them to practice as non-instructed advocates.
· There should be an opportunity to involve independent advocates in all important decisions affecting someone with PMLD’s life eg. decisions around person centred planning and how individual budgets will be spent.
· Every self-advocacy group and groups involved in policy-making should be inclusive of people with PMLD. They should have a PMLD champion and a policy on how they creatively consult with people with PMLD.
Partnership with families
Families should be getting the support they need, including a minimum entitlement to good quality short breaks. This means that:
· The importance of family carers should be recognised and their participation facilitated at the individual, local and national level.
· There should be a duty on local authorities to provide short breaks to support families of adults with PMLD (a duty on local authorities to provide short breaks to support families of children with PMLD has recently been introduced).
People as local citizens
Barriers to community inclusion should be removed. This means that:
· There should be specialist and flexible transport, Changing Places toilets in all big public places and good manual handling policies and practices.
· There should be support which helps people make friends and relationships.

· There should be awareness raising about what it means to have PMLD and of the contribution that people with PMLD make to society.

Making the transition to adulthood a positive experience
· There should be a holistic approach to transition planning, covering all aspects of support, including the person’s health and social care needs and not just their education.

· There should be good person centred planning, an up to date communication passport and a health action plan.
· There should be a transition social worker to help the individual and their family move through to adult services.

· There should be maintenance of therapeutic support, no sudden reductions in access to speech therapy and physiotherapy for example.

Improving the workforce

· There should be a skilled and sustainable workforce who are trained to meet people’s complex health, communication and behaviour needs.
· This means staff should be trained in communication skills, complex health needs, supporting people with behaviour that challenges, understanding what PMLD means, how to make best interests decisions, how to help people with PMLD show their preferences and choices. 

· Staff pay should reflect the additional skills and training they need to provide good quality support.
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