To LA Disabled Children's Leads, Voluntary Sector Groups and others with an interest in services for disabled children.  

 

To those who have not had these e-mails before, you have been added to an e-mail list which the Disabled Children team uses to keep people informed about developments at national level on disabled children's policy. (If you do not wish to receive these please let Ajmal.Chaudhry@dfes.gsi.gov.uk know providing the full e-mail address to be removed). Likewise, if you have colleagues wishing to receive updates, please e-mail Ajmal. 

Please note: If you would like to reproduce any of the news items in this edition of News from Government please contact Ajmal Chaudhry at the email address above to discuss.

Jacqui Shurlock

4E Caxton House

DFES

Tothill Street

SW1H 9NA
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14. New resource - A Busker's Guide to Inclusion 

1. Budget announcement
The Economic and Fiscal Strategy Report published with the Budget on 22 March 2006 states, in chapter 6, delivering high quality public services:
6.7 To respond to demographic and socio-economic change and continue making progress on social exclusion: 

this Budget launches a joint HM Treasury and Department for Education and Skills policy review of children and young people to secure further improvement in outcomes. Under the umbrella of this review, sub reviews will focus on support for families with disabled children, youth services, and services for families at risk of becoming locked into a cycle of low achievement
To find the full 2006 Budget report, go to H M Treasury website at – http://www.hm-treasury.gov.uk and click on Budget.
2. Conference report: The National Service Framework for Disabled Children - One Year On
Just over one year after publication of the Children's NSF, the Council for Disabled Children (CDC) organised a conference in November 2005 to focus on what is happening for disabled children and young people. The key aims of the conference were to hear from Department for Education and Skills and Department of Health Ministers on current Government thinking, provide delegates with the opportunity to participate in workshops showcasing national good practice and launch of a range of new materials which support implementation of the NSF for disabled children.
 

Feedback from delegates on the conference programme and workshops was overwhelmingly positive. DfES and CDC have produced a joint report which summarises delegates' overall views of the conference and key points from each workshop. It also looks at what delegates felt would be useful as a next step. Annexes contain transcripts of speeches given by Ministers and a parent. 
To download the conference report, go to: http://everychildmatters.gov.uk/socialcare/disabledchildren/services/
3. Children’s trust pathfinder report: pathways to success 
The Council for Disabled Children led a project which looked at how to more effectively meet the needs of disabled children and their families using the new pathfinder children’s trusts. The project was funded by DfES through a section 64 grant. The report was launched on 21 March 2006.

The report says that the local children’s pathfinders trust arrangements have been well received in most areas and show real evidence of change leading to improvements in services and support. They have approached some of the complex and challenging issues facing all children’s services with flexibility, commitment and professionalism. The report raises some concerns about support for new and emerging children’s trusts, the need for continued use of peer support and the development of some new initiatives that do not interlink with the trust agenda e.g. NHS database, and the wider functions of extended schools.

The key points in the report are:

Many of the Trusts found the most effective way to begin the process of joint commissioning and pooling budgets was to try out flexible, informal alignment of budgets, looking at individual cases and sharing budget information. There are some legislative issues connected with this.

The effective assessment of need for disabled children and their families continues to be an area that requires further work due to restrictive eligibility criteria for many social care services. 

Developing a systematic approach to gathering and sharing information across agencies improves the control families have over services and provides greater transparency.

Supporting families with a named person (key worker or lead professional) who will support them and help them access services is of huge value to families with disabled children

Most success at transition stage was achieved through forming multi-agency teams including adult social services and health professionals.

The involvement of children and families in the evaluation process was successful in developing a more responsive range of support. Participation of children and young people in the development of services is crucial. Where families were at the centre of planning, services and support are more responsive to need; family confidence increases and professionals have a better understanding of how support and services can be most effectively provided. 

It will be crucial that Joint Area Review inspectors have a clear understanding of the needs of disabled children and their families.
If you would like a copy of the Children's Trust Pathfinder Report please call the Council for Disabled Children on 020 7843 1900 or email them at cdc@ncb.org.uk 
4. Children in residential placements: 2005 report & seminar
There are around 13,300 disabled children in long-term residential placements, mainly in special schools, children's homes and hospitals. The 2005 report from DfES Disabled Children in Residential Placements, provides the most comprehensive picture yet of these children, drawing on education, health and social care data.

The report should be of interest to local and national policy-makers involved in children's services - particularly those involved in planning and commissioning services for children with learning difficulties and disabilities and safeguarding and promoting the welfare of children in residential settings. 

A benchmarking database is being developed to accompany the report, which will be piloted in early 2006. This will provide local authorities and primary care trusts with a breakdown of the number and needs of disabled children from their area, living in residential schools, children's homes and hospitals.
In December last year, DfES held a seminar with stakeholders to discuss the 2005 report.  A note of the seminar and the 2005 report can be found on the Every Child Matters website at: http://www.everychildmatters.gov.uk/socialcare/disabledchildren/services/ 
5. Office for Disability Issues appoints Advisory Group for National Forum

Disabled people will have the chance to work directly with the Government as part of a new Advisory Group set up to help establish a national forum representing the interests of disabled people in policy and services.
A group of 12 people with direct experience of the issues facing disabled people have been appointed to an Advisory Group that will engage directly with the Government. They will make recommendations over the next six months, helping to set up a national forum for disabled people.

Anne McGuire, Minister for Disabled People gave a key note speech at the Group’s first meeting in February. Welcoming the Advisory Group, Ms McGuire said:
“A national forum for disabled people demonstrates the Government’s commitment to engaging directly in meaningful dialogue with disabled people. This will ensure that the needs of disabled people are not forgotten. I look forward to working with the Advisory Group, which will ensure that disabled people are included in the creation of the forum from the start.”

To reflect the close relationship between the Group and the Government, the Advisory Group will have two Chairs, Alun Davies, member of the Advisory Group and Bruce Calderwood, Director of the Office for Disability Issues, who will have a non-executive role.

The creation of a national forum for disabled people was a key recommendation from the Prime Minister’s Strategy Unit report ‘Improving the Life Chances of Disabled People. 

The aim of the forum will be to ensure that disabled people have a direct channel of communication to the heart of the Government, enabling them to influence the development of policies and service delivery that affects all aspects of their lives. 
Discussions are underway about how best to represent the views and interests of children and families. For more information on the National Forum and the Office for Disability Issues go to: http://www.officefordisability.gov.uk
6. Shared Care Network publishes “Still Waiting?” report
Thousands of disabled children are still waiting for the chance to take part in the ordinary activities that non-disabled children take for granted. This is according to the “Still Waiting?” report published by Shared Care Network in Share the Care Week (20 - 26th March 2006). The report highlights a national shortage of short break carers who can offer regular support to disabled children so that their parents get a well-earned break.

Access to a regular break is the support service most requested by families of disabled children. Yet, the report reveals that while over 9,000 disabled children are linked with carers, another 3,000 are still waiting for a carer to be found. Over 90% of short break schemes reported having waiting lists - with families commonly waiting up to a year for services. 

The report showed that while short break services help families to cope, it is often families with the most vulnerable disabled children who wait the longest for a break. These include children with autism, children who have complex healthcare needs and those who require physical assistance such as lifting.

The report is informed by a UK-wide survey of short break services. These services link disabled children to individuals and families who give them regular short-term care on a long-term basis. The carers help disabled children to make friends and gain independence by helping them pursue interests outside home and school. At the same time the child’s parents get a regular break from caring knowing their child is with someone they trust.  
Candy Smith, Shared Care Network’s Chief Executive said;

“We urgently need more people to come forward as short break carers. Short breaks are what most families want yet many disabled children are still waiting to take part in ordinary social activities. Using leisure facilities, visiting and playing with friends are a normal part of childhood. All these things are more of a challenge for disabled children. Carers can give these children a break and help them join in.”
Shared Care Network’s report shows that the real number of children needing a carer is likely to be much higher than the 3,000 children currently on waiting lists. Many schemes report taking children off waiting lists when they cannot find them a carer and many children are not put on waiting lists when there is felt to be little chance of a carer being found. 

Share the Care Week (20 - 26th March 2006), is the national recruitment campaign which encourages people to “Give a little time - Make a BIG difference” to a disabled child and their family by becoming a short break carer.

Schemes nationwide are recruiting now.  Short break carers come from all ages and backgrounds. They will be provided with training and support and are paid an allowance. 

To find out how to become a short break carer log on to: www.sharedcarenetwork.org.uk and go to “Find a Scheme near you” or ring Shared Care Network on 0117 9415361.
7. Voluntary organisations receive grants from Children Young People and Families Grant programme

On 10 February, Children's Minister Beverley Hughes announced the outcome of the first funding round for the CYPF grant programme.  Funding begins in April 2006 with 67 applications having been offered funding, at a combined total of over £17m for 2006-07. 
The grant programme was created to help the DfES make its funding to voluntary organisations more strategic and to make it easier for organisations to apply for funding for work that improves outcomes for children, young people and families. It aims to contribute to increasing stability in the voluntary and community sectors by offering longer term funding.

The programme brings together five existing grant programmes managed by the DfES. These are:
· Children and Young People’s Consultation Fund

· National Voluntary Youth Organisations Grant Scheme

· Safeguarding Children and Supporting Families grants

· Strengthening Families grant

· Sure Start VCS grants
Information about the types of activities being funded can be found at:
http://www.everychildmatters.gov.uk/strategy/voluntaryandcommunity/cypfgrant/activities/
8. Every Child Matters Outcomes: what do they mean for disabled children?  Conference: Friday 5 May, York and ongoing work by DfES
 

What do  ECM outcomes mean for disabled children and their parents?  

How do we go about collecting information on disabled children’s and their parents’ outcomes? 

How can we ensure that disabled children achieve the outcomes they desire?   

Plenaries and workshops will cover the following:
· Research evidence about outcomes for disabled children 

· Research evidence about parents’ outcomes 

· The policy response to including disabled children’s desires and aspirations in the way the Every Child Matters outcomes are defined 

· Implementing an outcomes-focussed approach in practice 

· Accessing children’s views about the outcomes they desire to achieve 
Contributors include researchers, practitioners and managers from the statutory and voluntary sectors, and those involved in policy development.   
Keynote speakers include Christine Lenehan, Director of the Council for Disabled Children. It is sponsored by the Department of Health.
This is a multi-disciplinary conference and will be relevant to professionals working in health, education, social care and voluntary sectors. 

A number of free places are available for parents of disabled children who wish to attend.

For further information see the website at:     http://www.york.ac.uk/inst/spru/ecm.html   
or contact Teresa Frank     t: 01904 321950      e: tjf3@york.ac.uk  
DfES policy development
There is ongoing work within DfES to develop an outcomes approach to disabled children policy.  The next step is an invited workshop on 9th May; we will keep you updated on progress.
9. Budget Holding Lead Professional Consultation
As mentioned in the January issue of News from Government, on 5 December 2005 the Chancellor announced the Government's intention to pilot the budget holding lead professional. This is a further development of the lead professional concept, whereby the lead professional would personally hold or control some or all of the budgets required to deliver publicly-funded services for children and young people with additional needs. The DfES invites organisations to respond to an 8 week limited consultation on the budget-holding lead professional, details as follows:

-  Launch date: Thursday 8 February 2006

-  Closing date: Friday 7 April 2006. 

The aim of the consultation is to obtain your views on the objectives and possible approaches of this proposal. The results of this consultation - aimed at key stakeholders - will be used to inform the development and direction of any piloting activity in this area, the potential scope of any proposed pilots alongside identifying any emerging activity and/or those authorities or agencies who may be involved in innovative work in this area. The target audience is key organisations and LAs with an interest in and knowledge of lead professional working and who have an interest in the budget-holding lead professional concept.

Just to clarify - recently, some of you may have been asked to comment on the generic lead professional good practice guidance.  Please note that the budget-holding lead professional role outlined in this consultation should not be confused with the existing lead professional concept on which the Department is publishing revised good practice guidance in spring 2006.  

To download the consultation document and response form, please go to:  http://www.everychildmatters.gov.uk/deliveringservices/leadprofessional/ 

Email responses should be sent to lead.professional@dfes.gsi.gov.uk 
Written responses should be sent to Lead Professional Team, DfES, Level 2D, Sanctuary Buildings, Great Smith Street, London, SW1P 3BT. 
If you require any further information please contact:  lead.professional@dfes.gsi.gov.uk or 020 7925 5899.
10. Contact a Family 2006 Directory of Rare Disorders and new Eye Conditions Directory
The 2006 edition of Contact a Family’s highly regarded Directory of Specific Conditions and Rare Disorders is now available in three formats, on-line, on CD ROM and in print. 

This year’s Directory includes 22 new entries including Alopecia, Gender Identity Disorder and Turcot syndrome, a rare cancer causing disorder.  In addition, there are sections on screening tests, including antenatal screening; inheritance patterns and immunization.

Each entry is written or checked by a recognised expert, whilst the overall content of the Directory is guided by a medical advisory panel which comprises leading consultants across a number of specialisms.

You can sample the Directory on Contact a Family’s website at http://www.cafamily.org.uk/dirworks.html.

To complement its main Directory, Contact a Family has also published a brand new Rare Eye Conditions Directory which includes 60 specific conditions and syndromes which affect the eyes, which is available from this April. 
The Contact a Family Directory of Specific Conditions is available from 020 7608 8700, at £35 for the printed version; £75 plus VAT for a single user on CD ROM – which is updated monthly and £25 plus VAT for a single on-line user.

The Eye Directory will be available in book form only, price £15, from the same telephone number.
11. Contact a Family fact sheets to help families with disabled children manage debt
According to research by charity Contact a Family, families with disabled children are more likely to be in debt than other families, because it costs up to three times more to raise a disabled child, and because average incomes for this group are almost one quarter below the UK mean.

It’s to help families in this situation that, the charity has produced two new factsheets, one targeted at families in England and Wales, and one for families in Northern Ireland.

These factsheets, entitled “Dealing with Debt – for families with Disabled Children” complement the charity’s information for families in Scotland, produced last year.

The factsheets are clear and easy to use, and set out the practical steps families can take to tackle their debts.  Firstly, they explain, you should list everything you owe, next, sort your debts into priority debts i.e. those with serious consequences like having your home repossessed, and non-priority debts, and then work out what you can afford to repay each week or month.  A handy income and expenditure chart is included to help with this stage of the process.

For copies of the “Dealing with Debt - for Families with Disabled

Children” factsheets, telephone Contact a Family’s helpline 0808 808

3555, or email helpline@cafamily.org.uk.  Factsheets can also be

downloaded from www.cafamily.org.uk. 
12. Contact a Family launches Pounds for Parents Campaign

Many families with disabled children are not claiming the benefits and tax credits they are entitled to, and are missing out vital extra income, despite the fact that 55% of disabled children are living in, or at the margins of, poverty.

It’s to help lift these families out of poverty that charity Contact a Family is launching its three year Pounds for Parents campaign, which will provide the advice and information parents need to claim what’s theirs.

“Caring for a disabled child can be exhausting,” said Contact a Family’s Campaign Manager, Mark Robertson, “and parents often don’t have the extra energy to track down information, or make sense of complex forms – even if it’s to their advantage.  Under our Pounds for Parents campaign, we’ll be taking clear and accessible information out to families, while our Parent Advisers will be on hand to offer expert advice – both face to face and at the end of the phone.”

Over the three years, Pounds for Parents will be highlighting the range of benefits and tax credits available, starting this April, when the campaign will be focusing on finding and paying for childcare for disabled children, including the increased entitlements available.

To find out more about benefits, tax credits, or any other aspect of bringing up a disabled child, telephone Contact a Family’s helpline on 0808 808 3555, or visit the website at www.cafamily.org.uk.
13. Sure Start  inclusion video and SEN Training Materials
 

Additional copies of this free video: We’re a community here – the inclusion of children with SEN in the early tears and SEN Training Materials (sent to all registered early years settings in 2004) are available to those who would like another copy.   The 22 minute video shows a typical day at an early years centre, demonstrating how a setting can be inclusive - not because they have any special resources, but thanks to the skills and attitude of the staff.  It also contains 5 clips and a short booklet for use in staff training sessions to demonstrate inclusion in practice in relation to: construction; games & puzzles; books & story time; music & dancing and creative activities.    

 

Local Authority Inclusion Officers , early years Area SENCOs  and/or training officers or training organisations can use the comprehensive Sure Start SEN Training  Materials that include the video as well as a trainers manual and activity sheets intended for use in training setting-based staff.   Additional copies of these materials are still available to Local Authorities and training organisations for use with early years settings and practitioners.      
 

The video is obtainable from DfES Publications, quoting Ref:SS/SENTR/VIDBOX 

The SEN Training Materials packs are available from DfES Publications, quoting Ref: SS/SENTR/FS

Tel: 0845 60 22 260 E-mail: dfes@prolog.uk.com  
14. New resource - A Busker's Guide to Inclusion 

This new publication explores what inclusion really means and gives lively, down to earth examples of how practitioners can go about making sure they offer services where all children can feel they really belong.  It looks at why inclusion is important for all children and identifies the key principles of good practice.  

 

The book can be obtained from: Common Threads, Wessex House, Upper Market Street, Eastleigh, Hampshire SO50 9FD Tel: 07000 785215 E-mail: info@commonthreads.co.uk   It costs £8.50 (inc P&P) 
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