Consultation and people with profound and multiple learning disabilities (PMLD)
What do we mean by consultation?

· It is important to find out what the people who use services think about them. This is called consultation. Consultation should now be a part of most learning disability services. Services should then be led by what the users want.

· Different services find different ways of consulting their users and making the process accessible. This often means work that involves simple language and pictures etc.

Does this include people without any formal communication skills?
· Not everyone with learning disabilities can use formal language or even pictures. This means it is more difficult to consult them on what they want.

· This does not mean that they cannot be consulted at all however. It just means we have to be more creative to get people’s views.

· People’s views may not be directly available, as often the concepts we want views on can be difficult to grasp. For example you might not find out from someone directly, or in so many words, that they want their day centre to close and be replaced with a more community based service.
· However you can find out whether someone’s experiences have been positive or negative and how someone has responded to an experience by being sensitive to the communication of individuals.

· The communication of someone who does not use formal language is usually around individual body language, vocalisations, facial expressions etc. You have to get to know the individual to find out what their ‘signs’ mean.

· For consultation purposes the evidence of how someone feels about a service must then be shared with those who are in a position to make changes. Somehow the experiences of individuals, and the groups they make up, must be recorded and communicated to others.
What techniques can we use to communicate people’s views?
· Although this is still a very new area there have been some creative techniques used successfully:
Multimedia
If people’s reactions to services/activities can be recorded on video this provides a powerful medium for communicating how successful they are and what, if anything needs to change.

Storytelling
The work of Nicola Grove and Keith Parks, (www.storytracks.org ) is very powerful in enabling people with profound learning disabilities to demonstrate their own experiences through supported storytelling. An individual may have had an experience of note that means something to him/her. This experience can be shared with a supporter and some objects that reference what happened. Also communication aids where messages can be recorded could be used so the person could communicate a line from the story themselves when they choose.

Presentations with objects of reference
Similarly a person with PMLD could be supported to share their experience through a presentation with objects of reference at a conference. For example at a Mencap event campaigning for fully accessible changing places toilets in the community a young woman was supported by her mum to tell people what she enjoyed doing in the community that was being jeopardised by the lack of accessible toilets. Her mum described her ideal day whilst the young woman showed people objects that referenced it, (a towel for swimming, a pint glass for the pub etc).
Peer advocacy
Mencap provide training for self advocates with learning disabilities to include and advocate for people with more complex needs without language. This is called Getting to Know You.

Meaningful relationships can be built which are enjoyable for both partners and after a period of getting to know the person the advocate can speak up for what they have discovered is important to them and for them.

What about consent from participants with PMLD to be involved?
· Clearly a key point here as this work is about empowering people with PMLD is to look at consent to be involved in peer advocacy relationships/ multimedia work etc.
· Again this is about observing how happy a person appears to be when engaging in these processes.
· It is also about involving people who know this person best and obtaining their views about whether it is in their best interests to be involved, (best interests including the person’s likely wishes and feelings).
· Further guidelines should be drawn up around any of these processes and information obtained about people should be treated highly respectfully, (for example thought should be put into what information is recorded, kept and shown and what this means for the person involved).
· See consent factsheet.
      Taking Action

· Clearly none of the above is useful unless people’s experiences and their responses to them are taken seriously. If people are experiencing a service negatively this means genuine steps to improve it in a way that is respectful of what is really important to people must be made.
