Supported Independent Living

Lessons we have learned and a short explanation of all the interlinked elements that we believe make it work.
by Pete and Wendy Crane

We were recently lucky enough to spend some time with the co – founders of Inclusive Solutions, Colin Newton and Derek Wilson, in order to discuss with them our ideas around Enduring Circles of Support. We wanted to do this because our family is in a good place right now, but we recognised that as we grew older a new solution would be required to ensure that our son Niki could continue to live his good life in his supported independent living environment.
Colin asked if we could share some of the ideas and practice that we have developed over 27 years of supporting Niki (Nicholas) – especially around the way that he is able to live in his own home but with support organised and managed by his parents. We think that labels are for jars not people, however most people want to know that Niki has non specific brain damage leading to severe learning disabilities and some associated physical disabilities – to us Niki is just a cheeky man who needs support with every activity. Perhaps another way to explain this to the informed audience who are likely to read this, is to say that our local social services support team assumed that Niki would need 2 to 1 care for the rest of his life.

As this document is written Niki is still in a transition period of moving from the parental home to his new house – both homes are within easy walking distance of each other and both very much based within our local community. Niki and his sister Sarah (who lives with a label of hairdresser!) have always both been included as valued citizens within our local community – Sarah now employs 2 staff with her business and Niki employs 5 Personal Assistants who all live within walking distance of his house. 

Niki’s house was recently bought on a shared ownership basis, he has a specialist mortgage on 50% of the 3 bedroom semi detached property and rents the other 50% from a local housing trust. The mortgage was arranged through MySafeHome working to support Liverpool Housing Trust, both were fantastic as far as we were concerned and we always acknowledge the contribution that they have made to the good life we now have. In order to enable Niki to sign his own mortgage and property deeds we first had to use the Mental Capacity Act to apply to the Court of Protection to appoint Wendy Crane as the Financial Deputy for Niki, and Pannone Solicitors supported us through this process. It is important to recognise that this mortgage package has been carefully designed to fit in with and compliment all of the state social services support that Nicholas is able to access, it is a much more efficient solution to meeting the housing needs of people with a severe learning disability – both in economic terms and it’s ability to deliver real choice and control to all involved. 
Niki now has his own place to live in for the rest of his life, he cannot be moved or forced to share his home with anyone else. He is supported on a 24/7 basis by a team of Personal Assistants, these are directly employed, led and managed by his mum Wendy Crane. The long term plan is for Wendy to revert to being just “mum”, but for the time being Wendy is passing on the knowledge and expertise gained over 27 years. Now that Niki has his own address it is ok for him to employ his mum, and it has been quite liberating for Wendy to no longer be living on carer “benefits” but to have a recognised and “proper” job that is much better paid. The funding for Niki’s support is delivered via an agreed personal budget based upon the existing Person Centred Plan used by our local social services team. Our local authority use a mix of direct payments and Independent Living Fund monies to fund our Personal Assistant package, and they are very pleased that they do not have to fund the house that Niki lives in.

We also now have a thriving circle of support around Niki, the circle has become recognised as a focal point for discussing all aspects of the support that Niki will need for the rest of his life. We want the circle to be “enduring”, we want it be self sustaining and delivering choice and control to Niki long after we are no longer able to do this. The circle is gradually becoming more aware of the complex and interlinked issues that Niki’s parents have managed for the last 27 years – and working out practical ways to develop a succession plan to ensure that a “Jenga” of support exists around Niki. In other words the circle is trying to make sure that no one event, funding stream, or person is indispensable, the circle will make sure that Niki keeps his good life no matter what fate has in store….

A big part of this way of thinking is that Niki uses his own money to fund his own paid circle facilitator, that way the circle does not depend upon the goodwill of anyone to become self sustaining. Circle members include friends, family, staff, and people involved with Niki through his community presence – e.g his previous boss at his voluntary job. The circle constantly evolve, monitor and action the Person Centred Plan, the next issue that the circle hope to sort out is developing a local Community Interest Company. It is hoped that this will enable Niki to have an enjoyable, meaningful and real business built around him, probably involving Niki being driven by his PA team in his own white van offering a local community shopping delivery and pick up service at cost price to those most in need.  
The key for us is to see both our kids valued, welcomed and included members of our local community – a community that recognises the contribution that they are both making to everyone living a good life.
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