CHILDREN AND YOUNG PEOPLE’S PLAN 2009

Consultation – Issues affecting Disabled Children and Young People
Overall Summary - Support for Disabled Children and young people

Whole community response needed not just services.

There is a need for better transitional services for young people. This would include:

· More clarity about options available;

· Support from a specialist team

· Better support and advice for moving on to college and variety of provisions at college;

· Better advice and support into employment which would include work experience and volunteering opportunities;

· Integrated services for social care and health. 

· Individualised budgets

At younger ages, there is a need for better information of what community support is available There is a need for support to ensure inclusion in all mainstream services (especially some smaller services) so they can be more accessible. This might include more disability awareness training.

Parents spoke about better advice and support needed beyond 5 years old, and support at all ages to be flexible to reflect individual circumstance. They also felt the need for support to parents through individual and collective advocacy.

A need for a Multi-agency Review of Speech and Language Services (following the national Bercow review).

Fuller comments on issues affecting Disabled Children and Young People

emphasis on supporting disabled children and young people; EMAP
Facilities for disabled cyp, not just services.

Further awareness raising about disabilities, including hidden disabilities – not just wheelchair users. Support to change cultures/pre-conceptions – can do messages.

We need to do more to ensure all children, but especially disabled children experience a successful transition to adult life. Yor-OK Board
Early Years

The majority feel specialist groups meet the needs of children well, but more could be based outside the hospital. CDC Portage and Sure Start were identified as being particularly successful by the majority of parents. 

Provision for disabled children should not be restricted to working hours. Flexible working arrangements could provide some limited additional specialist support, such as support groups/group activities/home visits.Childrens Centre Inclusion

More support needed for early years settings to be more inclusive as the will is there from settings – this might include ‘mini-statementing’ prior to  the established statementing process.

Steps to Quality 

Information

Increased early information is needed. Some of this can be accessed through the Children’s Information. The online version of the Directory for Services for disabled children will need to be undated regularly to provide the information needed. Help to find information will be given by the Information Champions at the three main Children’s Centres. Providing information quickly should also become the responsibility of all practitioners working with families with young children. It is recognised as one of the main roles of a key worker. Key working for families should continue to be extended across the city with more agencies taking on the key worker role. Childrens Centre Inclusion

Information can be buried in a web page. There are other means – through friends is good or posters. Websites must be attractive and well-designed. Often just a word document put on web. Web site needs investment to make it attractive.

Can ‘schools out’ be produced for term time as well as non term time.

As parent, I have greatly appreciated the help I have received coordinating all my child’s appointments and bringing everyone together to discuss her future.  However, now that she has passed the pre school position, I feel a little abandoned and am left on my own.  A helping hand would be greatly appreciated at these times of need.

Keyworker 

It would be good to have s/o independent to guide you through the choices.  There is no information around.

Worry that things are running out even now my daughter is 7.  When they were smaller you got seen quicker.  After 5 services seem to drop off I have to fight to get things

Sometimes we need emotional support or someone when there is a difficult question to ask of professionals.  Our portage HW is our KW.  We discuss things, we have a problem e.g. how to get in touch with a SALT, and and KW gets in touch with them and it makes it easier.  She is constantly in touch with them and it makes it easier- she is helping us to find a better solution.  It is very important, because we have a very well established trust.  We decided she was our keyworker this is very important.  You have chosen who will support you.

When you’re talking about KW, I would have liked to have a parent as a counsellor, like a PPO, about anything.  I would have appreciated s/o.  Who was independent.  Someone who worked alongside CANDI coordinator – who came to the home.  People can’t appreciate what you’ve been through.  You have to have experienced it yourself.

An example is Dyslexia – they have a befriending service – trained – go out and support a family.  This is voluntary.  Befrienders have a recognised status in complaints – known as ‘befriender’ or ‘ supportive friend’. CANDI
Inclusion

I never thought there was any choice but Applefields, it isn’t the same in secondary school.  I thought the gap was two big, but now it makes you think a lot.  It does appeal v-much Primary School is more au fait with inclusion.  I would be more anxious about secondary school – so many teachers.  A split placement may be something to think of.  I would like him to be in a catholic school and with his peers siblings. I hadn’t considered anything else – I thought you had no choice at all.  All these things take time. CANDI
Outside School – is there enough to do

There are fairly limited opportunities to mix with other disabled children.  At one stage, Holly and Ellis went to gym club – Heworth Gym – that was very helpful.  Went with other children with similar needs. CANDI
More things under 5 – pre-school, people looking  after you.  Once you are in school it varies so much based on school teachers. CANDI
Much more in the Schools Out brochure now. Some won’t take your child without additional support. It helps if they have enough help/staff to take children. SNAPPY offer support, but it hasn’t been clear what they offer.  It takes a brave person to put the children in that situation and know they aren’t going to be stared at and called names. Reaction of other children. CANDI
We’ve used the PACT Scheme.  The student scheme was 4 half days in the holidays it was great.   CANDI
Sometimes specific activities they are not well attended.  went once when there were only 2 children – it was really good, but despite lots of leaflets – people didn’t turn up. CANDI
X goes to Beavers and he has never had any extra help and they have been fantastic for 2 years. Never a problem. It’s the only place I have seen such an open minded. CANDI
Extended school activities. I had to stay.  So I had to find childcare for my other children.  No one has a concept that all the other parents don’t stay and the expectations is that you will stay for multi skills – outside providers. 
CANDI

Activities in schools 

I only found out about out of school activities by chance – they passed me and assumed its not right for me- but that should have been my choice.

It’s not an easy job, but it needs thinking about it. I had to pay for the school intervener, through our payments, to be at breakfast club for my daughter to attend. CANDI
I have had instances when I have had to go in and cover the lunch period.  I had to collect her and take her home and bring her back after lunch. It’s assumed because my husband attends school meetings that they can assume we can do that.

I went to PPO to ask about it. I said I was disappointed and the head said he was disappointed that I was disappointed. 

CANDI

Involvement

Promote consultation with disabled young people with profound difficulties - many disabled young people may have no prior experience of consultation - disabled young people need to be introduced to individual and concrete experiences of being listened to, having their views heard and, most importantly, seeing the difference that this has made. May also include observation. Revise the Consultation and Participation section of the SRF to reflect the duty to promote disability equality. Consider the structure of School Councils and representation of disabled young people therein - method of selection of representatives is a barrier to inclusion 

Waiting to be asked? A consultation about listening to disabled young people
There is a great deal of information coming from schools and the majority seems to be aimed at parents and carers. Accessibility to this information may not be easy for all students or their families. Some young people told us that more pictures would help them understand. Disabled young people could be involved in planning and producing information, for example, for new students
Waiting to be asked? A consultation about listening to disabled young people

Circle Time, mainly used in primary settings, might be an option for specific groups of young people in secondary settings. 

Waiting to be asked? A consultation about listening to disabled young people
12% of respondents requested a specific parent support group to take place outside the hospital and outside working hours. To fulfil this need, a Parent Forum should be developed. This would provide mutual support, an opportunity to advocate on behalf of disabled children and a forum for consultation with providers. 

Courses for parents, with child care included, should be provided. Courses that were run with professionals attending as well, would have the added benefit of allowing those parents to meet the service providers in a neutral environment. This would also increase the professionals’ perceptions of parents as partners. Some courses are already provided by specialist teaching services and Early Support in York is currently implementing these courses in the coming academic year. These are still relatively new developments and as such are not yet well known.

Childrens Centre Inclusion
The Opportunities Fair on March 25th 2009 will enable young people and their parents to meet providers of services, employers, college staff and take part in workshops that will develop the skills needed to support them in transition.

This includes having experience of making decisions and having choices about what to do with their free time, money and activities they want to do. Being fully involved in meetings allows the voice of children and young people to be heard and staff and parents need to find ways that make them comfortable to do this. These independence skills should be supported as they more towards adulthood.
Awareness

I think the children could do so much more.  I think there is a lack of understanding about youth clubs.  It has raised so many issues going through an audit.  Simple things about access to toilets, community – kids activity.

Whether you are talking about a shop, theatre, etc – Its chicken and egg.  Is it because of the reach and you are going to get, you don’t go out and then they don’t know how to react to you. As he gets older it is much harder.  I am more aware of the noises he makes, no one says he is sweat now.

If people had more understanding of disability.  It is still here comes this problem we need to adopt.  WE need plans put in from the start.

There are issues about changing rooms.  Difficulty taking a 14 year old to the toilet.  Hopefully with the new swimming pool that will change. CANDI
Non- specialist groups provide opportunities for social interaction with local peers. Specific strategies need to be implemented to ensure children’s needs are met. Many non-specialist providers require additional training about how to do this. There should be an increase in disability awareness training for all the workforce in Early Years. This has started recently in the awareness raising about the new Early Years Foundation Stage. Childrens Centre Inclusion

Transport

Real problem – a real barrier.  public transport is not meeting needs of disabled young people – it gets young people nearly to where they want to be – but if there is a mobility issues nearly is not good enough. Attitude of staff on buses can be poor. PACT

Transition into Adult MH services for young people with Attentional disorders: adult service tend not to recognize these disorders and frequently reappear in adult services with significantly deteriorated illness. What needs to happen? This is for Adult MH services to decide but many young people enter adulthood with poor prospects and no support. CAMHS EXEC

Castlegate is meeting an increasing number of y/p with aspergers and they need greater help in making the transition to adult life.

Greater links need to be made with adult health services/social services so that vulnerable people don't fall through society's net. Young people with disabilities face even greater disadvantages. In the last week we have been working with two 20 year olds both with cerebral palsy who have been severly damaged by emotional neglect as children who are street homeless here in York! Castlegate
Moving to Adult Life

Need more opportunities. Very few opportunities for disabled young people to volunteer. There are opportunities through Children’s Society but few others. The benefits to young people are immense – self esteem, perspective they can bring, peer support for other disabled young people. Everyone should have a right to volunteer.

Need more work experience opportunities for disabled young people – can the public bodies provide these. How else do you get experience and references.

Need better more specialist advice and guidance for careers etc – experience of advisory group has been not good. PACT Advisory group

There is still more that needs to be done to ensure that all disabled pupils have equal access to extended school opportunities, including transport home

Access and Inclusion

Parents have told us that they would like the support during transitions, 14-25 to be more coordinated, with staff able to take on lead practitioner roles to help parents through a difficult and confusing time. They have asked for more information, provided earlier. The development of a designated co-located transition team will be instrumental in providing that support. 

The opportunity to take up direct payments and individualised budgets allow families to help young people prepare for support provided through adult services and gives them choice over how support can be best matched to their child’s needs.

"I would really like to know that there is a dedicated team , with a coordinator, focusing specifically on transition. A number of parents I have spoken to are confused about what is available, how much input they and their child can have in reviews. Some people have not heard about individualised budgets, for example. I really think a team, that could work with colleagues in Health would transform transition arrangements for our young people."
