
In this edition of the Newsletter we look at the Hotel Breaks scheme, a new publication from SENAP and a HIQA committee on standards.  We also look at the process of Individualised Funding.  But first, some news from the Daisychain Foundation and the NPSA ……

Daisychain Projects
As mentioned in our April Newsletter, during discussions with the Daisychain Foundation last year it was agreed that the NPSA would initiate two projects.  Both these projects conformed with the Daisychain’s aims, which are to encourage the development of respite services in the country and create a disability-aware society.  During October both projects were launched.  The first of these is an initial study on respite care entitled: 

Towards Best Practice in the Provision of Respite Services for People with an Intellectual Disability and Autism.

The study looked at the types of respite care currently available.  It also attempted to establish principles of best practice for respite.  Its main purpose was to assist the Daisychain Foundation in setting up an innovative pilot project in the respite area.  The idea is that funding such a project might encourage service providers to follow suit.  

The NPSA also sees it as a first step towards initiating a larger study on the whole area of respite in Ireland.  

The study found that the main forms of respite care were:

· Informal help from friends and family;

· Formal respite care in the service user’s home;

· Out-of-home respite facilities; 

· Recreation and holiday breaks.

It suggested that the intended benefits should be:

· For service users:  Social development and independence 

· For the carer:  Stress reduction and improved  family functioning. 

It also suggested eight principles of best practice for respite care.  They are:

1. That respite services be person-centred and family centred

2. That respite services be provided on a rights basis

3. That respite be defined as a support service and regarded among a system of support services

4. That there be a single point of access to respite services in a given administrative area

5. That respite services be designed in consultation with families in acknowledgement of their expertise in providing care

6. That respite be designed to facilitate the service user in building relationships in his/her community

7. That respite services be age-appropriate and develop as the service user develops

8. That respite care services have clear goals and that systematic and regular review ensure achievement of those goals.

The report can be accessed on our web-site (www.npsa.ie)

The second matter agreed during the discussion with the Daisychain Foundation was that we would produce a DVD for teachers on ADHD and Asperger’s Syndrome.  It is titled: 

Imagine What It’s Like – Understanding ADHD and Asperger’s Syndrome

At first, we felt that general disability awareness DVDs for students would be a good idea.  However, we also felt that it is unreasonable to expect teachers to talk to their students on disability awareness when many, through no fault of their own, have little understanding of the lives and needs of people with disabilities and their families.  For teachers, understanding is their greatest challenge.  They, like so many people in our society, come from a background which is essentially segregated.  Most would rarely meet people with disabilities and even those who do would have few opportunities to gain any understanding of how they think, how they view the world and the lives that they and their families lead.  

The result was that we decided to aim the first DVD at teachers.  We chose Aspergers Syndrome and ADHD because students with these conditions often have difficulties in mainstream schools.  We felt that teachers would welcome some information on this area. 

So, the main purpose of the DVD is to help teachers to understand AS and ADHD.  It also tries to help teachers to understand the power they have to improve the lives of people with these conditions.
It is divided into a section on AS and another on ADHD.  Both sections have more or less the same format.  Dr. David Carey an educational psychologist in private practice in Dublin, talks about particular characteristics of the condition.  Then a person with that condition and a parent speaks about how it translates into their everyday experiences.

There are some hard copies of the DVD still available to teachers.  However, it can also be seen on our web-site at www.npsa.ie.

Other News

Hotel Breaks

The second round of the Time for You hotel breaks scheme has started and already there is great demand for places.

We would like to express our appreciation to the Daisychain Foundation who, through Choice Hotels, have also made this service available to families and people with disabilities.

HIQA Committee to develop standards for residential care of people with disabilities:

Last month the first meeting of the HIQA Committee on Standards took place.  The original NDA documents will be considered by the Committee as part of its deliberations.  It hopes to have an agreed system of standards by next September.  The NPSA very much welcomes this project.  However, it’s important to be aware that services other than residential are not included.  We will continue to point out the need for monitoring of all services.  We’ll let you know how things progress. 

SENAP Guide for parents of children with Disabilities under five.

SENAP (Special Education Needs and Parents)  began life as ‘The West Cork Parents Action Group’ in October 2004, when a group of parents of children with special needs came together because of their growing concern about the serious gaps in educational provision for their children.  Since then they have gone from strength to strength.  They have had a large number of public information meetings since their formation.  Their latest project is a very interesting and much needed one.  It is a guide for parents of children under five who have, or who might have, disabilities.

It’s an excellent booklet covering such areas as normal developmental milestones, description of disabilities, frequently asked questions, assessment and entitlements.

If you wish to obtain a copy you can find their contact details on their web-site www.senap.org.




NPSA Plans on Individualised Funding  (IF).

Following a proposal at our AGM last May, the committee decided to investigate the whole issue of Individualised Funding.  

In order to kick-start the project we invited two other organisations to sit with us and to look at how we can move the process forward.  They are Inclusion Ireland and Down Syndrome Ireland.  We also have the support of three professionals working in the area of intellectual disability and autism who have experience of IF.  They include Patricia O’Brien from the NIID.

It is our hope to develop a policy document and possibly to run a conference/seminar aimed at informing people.

What is Individualised Funding?

The purpose of individualised funding is to give the person with a disability control over their own life by providing an alternative to social care services.   People are told how much money there is for services and support for them, people tell social services what services they really want and need, the funding is given directly to that person or to his/her carers, rather than going to a service provider.   Individual funding is flexible enough to allow people who are satisfied with existing services to keep these and also give people a range of options for building up more individually tailored support using direct payments and other routes.

Broadly speaking, for this to happen, certain things must be in place.  The person with the disability:
· Must have a Person-Centred Plan  (See box)

· Must be capable of managing this funding or they must have another person or group who will assist them in managing the funding.

Also

· The State must be prepared to fund individuals with disabilities directly rather than using the present system where the State funds organisations – service providers – to supply services to people with disabilities.

Why Individualised Funding? 

Current services do not cater for all needs.

Many service providers find it difficult to be flexible and to really target supports according to the needs and wishes of individual service users.  This is common across the industrialised nations, with consequent lack of opportunity for people with disabilities who use services to develop and grow through experiential learning. The “dignity of risk” is missing in some traditional services, with group settings requiring an accident and incident prevention approach, or having to react or intervene in group dynamics.  Within this block-funded system some attempts are made to address the needs of those individuals who do not easily “fit” into the limited service types that are on offer, or who pose too significant a challenge for service providers working with set amounts of resources.  These have not always worked and have resulted in many casualties in the system.  In other cases it seems that the person fits into the system.  However, a closer  inspection might reveal that their “success” is a reflection of the accepting nature of their personality rather than the quality of the system.  This is not to say that there are also many people who fit in and benefit hugely from current services.

Therefore, the purpose of Individualised Funding is essentially to increase service options.  It would not suit everybody.  For some people, it is not a road they would wish to take even if they had the option.  However, for others it could provide a solution to what are often intractable problems.

The main issues which we would hope to address in our deliberations are:

· How people might access such a scheme

· How people might manage money, budgeting and accounting

· How people might access required services

· How people might employ and manage staff.

Finally, we include a parable which, although quite light-hearted, illustrates the case for individualised funding:

Beyond Programs - A Parable

· In the beginning, there was placement, and lo we were happy when it happened, as placement was not mandated for adults who experience severe disabilities. And so, we said, this is good. 

· And placements multiplied and filled the earth. 

· And then we said, let us make programs, which focus on serving clients. And clients were defined and labeled, and grouped according to their labels. And programs created services for each label, and agencies developed unit costs for each service. And programs prospered and multiplied, and we said, this is very good. 

· And as programs multiplied, a cry arose: Let us evaluate these programs to see how good they really are. 

· And program evaluation, regulations, quality assurance compliance plans and other program measures were created. And they multiplied and filled volumes. 

· And in those times, a person arose who was a client and who was also a prophet, and said: 

"- I don’t want to be a client. I want to be a person. 
- I don’t want a label. I want a name.
- I don’t want services. I want support and help.
- I don’t want residential placement. I want a home.
- I don’t want a day program. I want to do meaningful productive things.
- I don’t want to be "programmed" all my life. I want to learn to do the things I like, and go places which I like.
- I want to have fun, to enjoy life and have friends.
- I want the same opportunities as all of you: I want to be happy."
· And there was a long silence. And lo, everyone realized that they must look beyond their programs. 

· But they were troubled and they asked: 

"How can we do this? Would not each person need his own unique program and system of support and his own individual measure of quality?"

· And the prophet replied: 

"Even as you say, so shall it be done—just as you do for yourselves."

-Michael McCarthy; reproduced from Contact, Sept/Oct 1991.
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Person Centred Planning


Person centred planning is a way of discovering how a person wants to live their life and what is required to make that possible. Person centred planning has its roots in the normalization and independent living movements. It is grounded in a social model of disability and a strengths-based approach.


At the heart of a person centred approach to planning lies an appreciation of the person as a unique individual, requiring that all planning is based on supporting each individual to lead his or her life as and how he or she wishes. In practical terms, this means that all planning around the design, development and delivery of all services for people with disabilities should be both based on and actively involve the individuals availing of these


services and each of those individuals’ unique characteristics, capabilities, needs and wishes..
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