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Count

%

Moderate Learning Difficulty

352

23.91

Speech , Language and Communication Needs

324

22.01

Autistic Spectrum Disorder

227

15.42

Behaviour, Emotional and Social Difficulties

169

11.48

Severe Learning Difficulty

109

7.4

Specific Learning Difficulty

104

7.07

Physical Disability

94

6.39

Hearing Impairment

40

2.72

Visual Impairment

36

2.45

Other Difficulty/Disability

13

0.88

Profound and Multiple Learning Difficulty

4

0.27
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INTRODUCTION

Here in Medway we want to champion and support all children and young people to maximise their own special potential and ensure that they realise their ambitions for a happy and prosperous future.  

Our vision for children and young people with additional needs will build upon what they and their families have told us. Young people said they wanted more things to do, to have places to go in the evenings and to be able to access clubs and activities near to home. Parents and carers told us that they wanted their children to have the same choices as non-disabled children, supported by staff who are trained to work with special needs and that more provision of things to do and places to go was needed during school holidays.

We want children, young people and their families to fully participate in the planning and design of local services. This will help shape how we use new funding to develop the services that families have told us they want.

We promise to:

· Ensure that there is adequate, accessible information available about short breaks

· Increase the number of disabled children and young people who access short breaks

· Check that children and young people and their parents or carers are satisfied with the short break offer they receive

· Make sure that the staff involved with children and young people are properly trained

We’ll check regularly that our short break offer is:

· Inclusive

· Of high quality

· Enjoyable

· Flexible

This information will help us decide how and where money should be spent in the future and whether children, young people and their families are satisfied with the services they access.

I am determined that short breaks will be more flexible, individually determined to reflect the uniqueness of each and every disabled child and young person in Medway.
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1
Vision
We are committed to transforming services for children, young people and their families in Medway. Our vision is for all families where children have additional needs to get the support they need to enable them to be healthy, stay safe, enjoy and achieve, make a positive contribution and achieve economic well-being.

Medway will actively empower all children and young people and their families to fully participate in the planning and design of local services. 

We aim to deliver a continuum of services for children and young people with disabilities, including enhanced access to universal provision such as extended services, children’s centres, youth activities, leisure and play opportunities. 

More children and young people will enjoy valuable experiences away from their parents and carers. In turn parents and carers will have the chance to take a break from caring. Better access to extended schools, children’s centres and childcare will offer well organised, safe and stimulating activities and a wider range of experiences.

We aim to improve access to the universal services that disabled children and young people wish to use, and to create more flexibility within the specialist services required by parents and carers. Short breaks will offer increased choice and opportunities for disabled children and their families, with additional support as needed.

We aim to develop personalised services, adapted to meet the needs of each family with a severely disabled child/young person. 

Medway is committed to delivering services for children with disabilities through joint commissioning between Medway Primary Care Trust and Medway Council (Section 75 Commissioning agreement), building on the existing good work to support Medway families of children with a disability that already takes place. The agreement will include shared measures of performance, joint or pooled funding and a set of standards that adhere to Aiming High for Disabled Children World Class Commissioning.

2
Current access to short break provision in Medway

.

2.1
Profile of disabled children in Medway

The Disability Discrimination Act (DDA) 1995 defines a disabled person as someone who has;

‘a physical or mental impairment which has a substantial and long term effect on his or her ability to carry out day to day activities.’ 

The DDA definition applies to a wide range of impairments, including those which may sometimes be ‘hidden’ such as Attention Deficit Hyperactivity Disorder (ADHD), dyslexia, autism and speech and language impairment. These impairments may result in a disability if they have a substantial and long term impact on carrying out daily activities. 
There are currently 1585 children with statements in Medway (Impulse October 2008). The NHS Trust has recently reported that there are 575
 children under 5 who have a diagnosed disability and are being seen by a paediatrician. There are a further 26 children who attend early years provision who have a statement. This makes a total of 2186 children in all, based on the best possible current data available. However the Impulse data does not include young people who are 16 plus. Clearly, not all children and young people who have been identified as having special educational needs and who have a statement are disabled, and not all children and young people with a disability will have a statement of special educational needs. 

Medway pupils: additional needs by counts and percentages

(Source: IMPULSE October 2008)

The Joint Strategic Needs Assessment suggested that over the next 10 years the age profile of Medway’s population will change significantly.
 It is estimated that the population will in the short term grow at a faster rate than the national population, although medium to long term it will grow more slowly than the national rate. 
   The planned regeneration associated with the Thames Gateway may increase the growth in population. There is a predicted growth of 6.8% for children 0-4 by 2018. 

The influence of the current level of inflow of migrants to Medway may also alter the growth in population.

The current population breakdown by ethnicity
 is as follows:

· 84% white

· 2% Black African

· 2% Indian

· 1% Pakistani

· 1% Bangladeshi

· 1% Eastern European

· 1% Asian - other

· 8% Other

Medway has a slightly higher rate of premature births and low birth weight babies than national, particularly in areas of high deprivation
. There is a strong link between premature births and the prevalence of learning disabilities and other additional needs.

The implications for developing services for disabled children, young people and their families are that there will be a proportionate growth in the number of disabled children and young people for whom short breaks and positive activities will need to be planned. Data published by Emerson and Hatton suggest that there has been a trend of increasing prevalence of children with severe learning disabilities nationally. 

This is backed up by information from the Improving Life Chances
 report which identified a 62% increase in children with disabilities (1975 - 2003) as defined under the DDA 1995. The highest rate of growth is in the 0-16 age group. This growing population contains proportionately more children with disabilities requiring input from a range of services, in particular, children with autistic spectrum disorders and complex health needs.

Medway has relatively diverse levels of deprivation, with three wards falling amongst the 20% most deprived wards of England and two wards falling within the 20% least deprived.
. Children are marginally more likely to live in deprived neighbourhoods. 

Research demonstrates that there is a strong relationship between low income, social exclusion and disability among families who have a disabled child. Families with disabled children remain disproportionately likely to be living in poverty.

2.2
Current short break provision

In Medway 337 children and young people accessed short break services in 2007/2008
. This equates to 0.5 % of the total child population, in line with access in the AHDC pathfinder local authorities prior to the implementation of Aiming High for Disabled Children.

The Medway Disabled Children’s Team accepts referrals based upon an initial carer’s assessment. The referrals are reviewed by the Respite Advisory Panel (RAP) and consideration is given to the impact the child’s disability is having upon family functioning. 

Before offering over-night stays, other options such as parent and family support are considered, as well as access to services at Parklands Resource Centre. 

The outcomes of Annual, Transition, and Looked After Reviews for children and young people with disabilities also provide information regarding unmet needs and the service developments that children and young people would like to see. 

Medway currently offers four levels of short break and ‘respite’ services. These include:

2.2.1   Lower range respite services
 Groups and schemes offered by Parklands Resource Centre: 

Parklands Resource Centre

The current short break (respite) services provided at Parklands Resource Centre include:

After school club - caters for children and young people aged 6-18 years, generally those with severe learning disabilities (SLD). There are 50 places per week term time only (cost is £6.50 per session).

Youth club - for 13 - 18 year olds who have moderate learning disabilities (MLD) and young people from mainstream schools who have special needs. The Youth Club charges £6 an evening from 4-6pm (and on Monday adolescent group 6-8,) but can only accommodate 8 young people due to the premises available. 
Saturday club - for children and young people aged 5-16. This takes place two Saturdays a month, term time only, and offers 40 places per month. There is also a family drop in once a month on a Saturday, which is open to children and young people of all ages and their siblings; there is no limit to numbers as parents stay for the session.

Summer playscheme - offers 8 places over the 6 week period. Generally children are offered places on a first come first served basis, most are allocated between 4-6 half days. The scheme offers places to children with SLD and MLD The demand outweighs the capacity of the provision. The cost to parents is £12 for a half day. A maximum of 8 children per session can attend. 

Challenging Children’s Programme - runs during the shorter school holidays and offers 8-10 places over two days.

2.2.2  Medium range respite services 

Family based day care provision includes the Link scheme and mentors and befrienders in the ‘Supersitters’ service and Crossroads. There were 6,578 hours of these services provided in the year 07/08.

Medway Link Scheme provides families with a disabled child or young person up to the age of 18 with a short break from caring by carers who have been approved by Medway Council Fostering panel. The scheme aims to match the families with a local family or person who volunteers to share the care of their child. The child needs to have been diagnosed as having a disability or be in the process of being diagnosed by a paediatrician.

‘Supersitters’ is a service co-ordinated through Medway Council Homefinding Team. The scheme recruits young people aged 16 and over who would be interested in joining a sitting/befriending service for disabled children living in Medway. The ‘Supersitters’ provide between 2-4 hours support to families in their own homes or at Parklands Resource Centre. The service operates during the day or evenings with no over-night stays. To date there are four approved ‘Supersitters’.

2.2.3   High range respite services- overnight provision

Overnight provision is family based or through residential provision at Aut Even and Preston Skreens. These services are used by children and young people aged 5-18 with SLD and MLD. There were 1,105 overnight stays in residential short breaks units in Medway in 2007/8 and 533 family based overnight stays in the carer’s home. There were also 36 overnight stays in the child’s home.

Preston Skreens is owned by the NHS Foundation Trust and Medway PCT commissions the services there, which are delivered by the NHS Acute Trust. A maximum of seven children and young people can use the service at one time. 70% of families using this service are from Medway and 30% from Swale, so it is also funded by East Kent Coastal NHS Trust. The allocation of provision is planned six months in advance and families are offered up to 24 nights over the period of a year. The allocation of provision aims to take into account the age of the children, their individual needs and the compatibility as a social group which will be appropriate for children and young people there at the same time. The provision is staffed by Community Learning Disability Nurses on a ratio of 3:1. There is also a nursery for children with special needs on the site which is used by children from Swale. There are currently 57 children and young people accessing overnight provision at Preston Skreens.

Aut Even is owned by the Local Authority and the service is delivered by the NHS Acute Trust. The service caters for 5-18 year olds with severe learning disabilities and has five beds available for overnight stays. The provision is staffed by Community Learning Disability Nurses. 

2.2.4   High range respite services- Specialist support packages
Tailor-made packages of personal care are provided by a local agency, where children have complex health or disability needs. These include home based support packages for families, provided by a local care agency.

Demelza House is a voluntary sector provider of Hospice and palliative care services as well as overnight stays for children and young people who have life limiting conditions. They also offer overnight stays to children and young people with disabilities where there are additional pressures and challenges in the home situation.  There are 8 beds and there are currently 21 families from Medway using the service, and an additional 6 who are registered but not actively using the service. 

Parkwood Youth centre offers two sessions a month to young people with disabilities. There are currently 30 young people on the books and a waiting list of young people who would like to attend.  

Woodlands special needs nursery is commissioned by the PCT and delivered by the Acute Trust. It offers 2 or 2.5 sessions per week to children under four years. The children also attend their local early years settings. There are 45 children registered at Woodlands nursery. It is staffed by Learning Disability nurses, nursery nurses and support workers. The children also have input from specialists in visual and hearing impairments as well as occupational therapists and speech and language therapists if appropriate. 

MAGIC

Medway Autism Group and Information Centre (MAGIC) is a not-for-profit organisation that provides information on all aspects of Autism and co-existing conditions, and practical support for children, young people and families. It supports 280 families in Medway. The support includes a Youth Club for 40 young people aged 10+ once a week (‘Woodies’), and ‘Monkeybiz’ sessions fortnightly. MAGIC also organises trips and events e.g. Farming World outing for 150 families, and parties at Cascades Leisure Centre. 

2.2.5  Summary of current access to short break provision in Medway


Disabled children receiving funded packages of respite care

	
	Apr
	May
	Jun
	Jul
	Aug
	Sep
	Oct
	Nov
	Dec
	Jan
	Feb
	Mar

	Wind Chimes
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	
	

	Footprints
	2
	2
	2
	2
	2
	2
	2
	2
	2
	2
	
	

	Family Based Respite and Day Care Costs
	42
	43
	44
	47
	47
	49
	49
	45
	45
	46
	
	

	Cross Roads/ Agency/ IFA
	7
	7
	8
	8
	8
	9
	9
	9
	9
	9
	
	

	Personal Care
	13
	16
	17
	18
	18
	20
	24
	21
	21
	21
	
	

	Mentor befriender
	26
	24
	27
	30
	30
	26
	27
	33
	33
	33
	
	

	Domestic Help
	1
	-
	-
	-
	-
	-
	-
	-
	-
	-
	
	

	Other (Inc. Direct Payment)
	16
	14
	18
	12
	11
	11
	11
	11
	11
	11
	
	

	Transport
	5
	4
	4
	4
	4
	2
	2
	3
	3
	4
	
	

	Aut Even
	45
	45
	45
	45
	45
	40
	40
	40
	40
	41
	
	

	Total
	158
	156
	166
	167
	168
	160
	165
	165
	165
	168
	
	


NB Windchimes is a residential respite unit in Herne Bay; Foot Prints is a
private independent unit in Stodmarsh near Canterbury.

Additional support is provided at: 

· After School Club – 30 children (term time only)
· Saturday Clubs – 31 children
· Youth Clubs – 30 children

· Demelza House – 21 families

· Preston Skreens – 57 children and young people

2.2.6  Access to extended services

Extended childcare services offered by special schools include:

· Danecourt Community Primary school offes a Girls club, Ballgames and PE afterschool clubs and football through Kent Disability Centre of excellence. This includes wheelchair football. In June 2008 there were 16 attendees at the afterschool clubs at an estimated a cost of £2.50 per hour (parents are not charged fees). The school offered a 20 place playscheme in 2007, but not in 2008. Some children also attend the after school club and holiday club at Parkwood Resource Centre. 
· Bradfields school provides a Breakfast Club from 8.10am- 8.45am Monday- Friday, an After School club is on offer Mon- Thurs 3.30- 4.30pm and then transport home provided. 

· Bradfields school has provided a summer school for the last two years for 4 weeks of summer from 10- 4pm (60 sessions with 20 places per day).

2.2.7  Access to children’s centres 


There are currently 14 children’s centres in Medway, with a further 7 under development. Five centres provide daycare which can be accessed by children with disabilities aged 0-5, and one  – All Saints – offers a support group for parents of children on the Autistic Spectrum.

2.2.8  Mapping provision in Medway 
Maps have been compiled using the data from the Impulse survey, showing current provision and pupils aged 5-16 with a statement of Special Educational Needs, according to the following groups:

· Autistic Spectrum Disorder

· Behavioural, emotional & social difficulties

· Hearing Impairment

· Visual Impairment

· Speech, learning and communication needs

· Physical disability

· Moderate learning difficulties

· Severe learning difficulties

· Specific learning difficulties

· Profound & multiple learning difficulties

2.3    Costs

The average spend per child on short breaks in Medway was £9 in 2007/8
 [?]

3
Joint planning

The implementation of Medway’s Review of Services for Children with Disabilities delivery plan 
 underpins the delivery of the Aiming High for Disabled Children programme. The review identified three key aspects for improvement which are also at the centre of the Aiming High vision: 

· Access and empowerment 

· Responsive services and timely support 

· Improving quality and capacity.

3.1
Access and empowerment

Medway will actively empower children and young people and their families to fully participate in the planning and design of local services. Parents and carers of children with disabilities will be empowered through the commissioning of lead professionals and key workers to co-ordinate the assessments and services they receive.

Further empowerment can be achieved by the increased use of Direct Payments and individualized budgets to enable parents, carers and service users themselves to have genuine power to determine how services are designed around them. 

Disabled children and young people will receive child-centred, multi-agency, co-ordinated services from the point of referral through identification and assessment to delivery. Integral to this is the key worker model which can provide vital information and support at key points such as first diagnosis, transition to early years provision, school and into adulthood.

3.2   
 Responsive services and timely support

The Joint Strategic Needs Assessment identified that 14% of those thought to have learning disabilities are known to the Children and Adult Social Caring and Learning Services.

The implementation of a single point of access will provide the mechanism by which families can easily obtain relevant and up to date information, and will be able to access assessment services and receive services they require, no matter which partner agency is involved.

The implementation of a designated key worker model will provide the opportunity to offer information, support and advice in a timely and appropriate manner throughout a child’s life. 

3.3  
Improving quality and capacity

Significant new funding will be allocated to the services families want and need, in particular short break services which families have described as their key priority. Short breaks in Medway will be flexible and varied, and range from a choice of options of a few hours to a weekend, or week, with children and young people being cared for in their own home or given opportunities to access activities and places in the wider community. 

More children and young people will enjoy valuable experiences away from their parents and carers. In turn parents and carers will have the chance to take a break from caring. Better access to extended schools, children’s centres and childcare will offer well organized, safe and stimulating activities and a wider range of experiences.

Joint planning activity is underway between Medway Council, Medway Primary Care Trust and other local partners to realise the vision for short breaks that meets the Full Service Offer. The areas of work identified within the delivery plan for the outcomes of the fundamental review of services for children with disabilities
 will be key to ensuring the mechanisms for joint planning are embedded in the Aiming High for Disabled Children transformation agenda. In particular the establishment of Commissioning arrangements under section 75 of the NHS Act 2006 and the establishment of shared performance measures based upon the JSNA, the Local Area Agreement (LAA) and the Children and Young People’s plan will underpin an integrated approach to improving quality and capacity. 
4   Aspirations of disabled children and young people 

The Medway Aiming High for Disabled Children strategy is based on consultation with children and young people with disabilities, and their parents/carers. Young people with disabilities were consulted by 4Children in two stages as part of the development of the strategy, and consultation is ongoing. Young people were able to access a range of activities as part of the consultation process, including DJing and drumming.

4.1
Consultation with children and young people

A variety of approaches are being used to ensure that the views of children with a wide range of disabilities are sought, and are not just gathered from those with whom it is easiest to communicate. Pupils participating in School Council events accessed Augmentative communication systems which were used to facilitate their contribution to the discussion.

A survey is also being undertaken by the staff of pupils at the Werburgh Centre for Autism relating to short breaks and positive activities. 

Pupils at an afterschool club at Danecourt were consulted and have also carried out their own consultation within the school. The School Council at Abbey Court school for children with severe learning disabilities and pupils at Bradfield school council were also consulted.

A consultation feedback event was held on  24th February 2009 for representatives from the school councils to discuss the next steps for the strategy and what was important to them when accessing services.  This event was supported by The Youth Parliament and held at the Sunlight centre in Gillingham. It is planned to continue and build upon the link between the Youth Parliament and members of the schools councils.

In summary, consultation took place at a variety of venues, including:

· Park wood Youth Group  

· Danecourt After school club  

· Bradfields School Council

· Werburgh Unit for Young People with ASD  

· Abbey Court School Council
· Sunlight Centre
4.2
Young people’s views

Young people consulted to date have expressed the wish to have more things to do and to have places to go in the evenings, and to be able to access after school, holiday and youth clubs near their homes. The preferred activities the children and young people said they would enjoy ranged from badminton, kick boxing, discos to swimming. Activities they would like to try included: ice-skating, dancing lessons, bungee jumping and looking after dogs.

Young people also raised the issue of transport which is accessible without relying on parents. The activities that would need transport included: the gym, ice-skating; cooking; the cinema, dancing, football training (see Medway Aiming High for Disabled Children consultation report for more detailed findings). 

5
Aspirations of parents/carers

Consultation with parents/carers was undertaken by 4Children as part of the development of the Aiming High for Disabled Children strategy, and a survey of 500 parents was also undertaken through special schools by the Medway Participation Officer, with a response from 100 parents. 

Consultation with parents and carers is ongoing, and as part of the drive to reach families whose voices are less well represented, services such as the Community Learning Disability nurse team and the Portage team are taking steps to identify families who are not represented through existing parent groups. 

5.1
Consultation with parents/carers

4Children attended local groups and spoke to families to find out their views of short break services as part of the development of the strategy. The groups included:

· Sanderson Parent Group


 

· Downs Syndrome Parent Group

· Autism Parent Group

· MAGIC (Medway Autism group and Information Centre)

· Closing the gap

· Parents at after school club 

· Parents evening at Abbey Court school 

· Medway Carers Centre

A postal survey was sent to 500 parents of children and young people attending Abbey Court school, Dane Court school and Bradfields school in December 2008. There have been 100 responses to the survey sent out through the schools. 

A consultation event was carried out conjunction with Medway Carers Centre. The centre has three key projects which are funded through the Princess Royal Trust: a Young Carers Group, an Adult Carers Group and Medway Minority Ethnic Carers Forum (MMEF). With the support of the Medway carers staff it is was possible to consult members of the Adult carers group and also the MMECF. There were18 participants in the group, all were parents and  carers of children and young people between the ages of 4 years and 22 years with learning disabilities. A young adult with learning disabilities also contributed extensively to the session

A postal and online survey of parents was carried out throughout December 2008 (see Medway Aiming High for Disabled Children consultation report for more detailed findings). A number of individual responses from parents have been received via email contact.

5.2
Parents/carers views 

Some consistent themes emerged across all consultation events with parents/carers, in particular that disabled children should have the same choices as non disabled children, that staff should be special needs trained, and that more holiday provision was urgently needed.

Inclusive choices

Parents consulted to date were clear that they would like their children to have the same choices as non-disabled children:

"It would be great for my daughter to mix with friends outside school and for her to do something without the family, as our son often does."

Trained staff

Parents were clear that if they were to choose a mainstream provision it would be contingent upon whether staff had a good understanding of disability and were willing to learn about specific needs of individuals. "Any form of respite or activities such as youth clubs etc. This would help her confidence and social interaction. This provision would need to be delivered by special needs trained staff."

 Social interaction

Social interaction was mentioned by a number of parents and carers.

"Any short break would help extend social skills. I have only found one place that offers holidays for disabled children but they do not provide the care which my child needs"

           Gradual induction

A need to allow for children and young people to be gradually introduced to activities was expressed, and to be able to be part of a group activity for a short period of time. "Short breaks would be nice at low cost, so we can integrate our son into respite slowly until he got use to staff and they got used to us."

"Would like a few hours and maybe eventually longer but would need careful planning due to attachment issues."

Buddies

Parents of older children and young people felt that it would be a very positive step for their child to attend activities with someone of a similar age as a befriender or mentor. This was considered preferable to attending with their parents or with a carer of similar age or indeed older than their parents.

It was also expressed that the children do not want to go on their own to somewhere new. Discussion focused on the idea of Buddies to accompany them, although concern was raised that it would be vital that the buddies would have sufficient confidence and knowledge to deal with all situations that may occur.

’ I want …xxx… to be involved in activities of his own’ The idea of offering targeted support to gradually increase access to new experiences and opportunities was seen as a creative way of offering short breaks.

Holiday and after school provision

There was a consensus that the key times in the year when families would like short breaks from caring and for their children to be involved in positive activities are during the school holiday periods and after school. Parents expressed their concern that availability of suitable provision is very limited and they had to ‘queue’ for places, and sometimes gave up. 

Parents expressed a preference for activities to be offered at those key times in the schools which they attended. 

Youth activities

Parents of older children and young people wanted to see further options for young people to attend activities in the evenings and weekends in their local areas. The types of activities mentioned included creative arts and dance.  Day trips were seen as a valued option for short breaks.

Children under five

Some parents expressed a wish for a wider range of choices for children under five during the holiday periods and weekends. This was not expressed as a need for overnight stays, but for short breaks from caring, while there were appropriate fun things to do for the children. 

2.5 hours

Parents/carers were clear that short breaks should enable them to be able to undertake an activity which is a priority to them as individuals, and that providing it was consistent and reliable on a weekly basis, a minimum of 2.5 hours without any caring responsibilities would be the baseline for a short break period.  

Trust

The group was unanimous in saying that they would need to be certain that their child or young person was being cared for and supported by people they could trust and who were equipped with the specific knowledge of their child’s individual needs. One parent commented that just not having to worry about administering their child’s medication was a significant factor in having a short break from caring responsibilities. 

Youth provision

Parents and carers were clear that they wanted their children to be able to have the choice to socialize with people of a similar age who are non disabled. There was also recognition that some young people would need provision where there may be children with similar interests and needs.

Transport  

Transport was often cited as a barrier by parents and carers:


“My grandson (with ADHD) needs:

· to socialise with other kids who are not necessarily disabled

· to do things that are normal, but a bit unusual (eg trampolining)

Transport stops him at the moment. Also we don’t know what’s there – what activities are available. We need to know that the people looking after him are able to do so.”

5.3
Parents/carer survey
100 parents of children aged between 3- 17 responded to the survey distributed to parents of children at special schools: 

· 95% of respondents said their child or young person had a Statement of Special Educational needs and 99% had a child who attended a special school.

· 63% of respondents said they have time away from being the main carer; 36% said they did not.

· 6% of respondents said that short break services were easy to access

·  61% said they had no access at all

· 3% said it was easy for their child to access positive activities

· 39% said it was very difficult.

          Information, access and flexibility were all cited as key issues by parents:

5.3.1   Information


Some parents indicated in the survey response that there was currently a lack of accessible information for parents and young people. Parents were generally reliant on information being passed on by other parents regarding services which are available and suitable for their children. Concerns were raised in relation to those parents and carers who were not in the system, or felt lost and not connected to others for information. 

The provision of accurate up to date information regarding services was considered paramount by parents and carers. It was felt that if a disabled child attended a mainstream school there was very little information available regarding targeted services during the holidays. The preferred method of receiving information and brokering of services was through an identified professional who works closely with the family. Some parents mentioned they would like to have access to specific information on a local website to find out about access to services and eligibility requirements.

5.3.2
 Access

There was concern that in order to access provision such as a holiday scheme, families with disabled children were required to undergo an assessment for eligibility and then might be offered three days over the six week Summer holiday. A non-disabled sibling would be able to access a similar provision as a matter of course, and usually for a significantly longer period of time.

Parents expressed concerns that in order to access current ‘respite’ provision there was a need to paint the bleakest picture of their situation. 

5.3.3   Flexibility
Where families accessed short breaks overnight it was felt that there needed to be greater flexibility in the way in which they were planned, to enable parents to spend time with other siblings. It was also felt that it was important that the children and young people should be given the opportunity to try things out. 

6      Consultation/engagement strategy 
The Aiming High for Disabled Children strategy has been based on consultation with children, young people and parents. Delivery will include ongoing consultation, and representation of young people with disabilities and parents/carers on strategic planning forums. 

Implementing new Children’s Trust arrangements, parents’ forums will feed directly into the Joint Commissioning Group so that parents of children with disabilities are directly involved in planning, monitoring and evaluating services. 

The Sanderson Parent group has been successful in obtaining a Parent Participation Grant and has been supported to develop the capacity within parents and carers to play an active role at all levels of decision-making.

Medway will continue to build the capacity for involvement of parents through the Parent Participation Grant. It is envisaged that with the support of the Parent Participation Grant, current parent groups will be able to build their capacity to reach out to a wider range of families. The relaunch of the Sanderson parent group which is now to include the Medway Autism Group and Information Centre (MAGIC) and other local parent groups will enable parents of disabled children and young people in Medway to have a united voice.

At the same time, the Medway Council Communication Strategy is being developed to have a specific focus and identity in relation to information which is useful and accessible to disabled children, young people and their families.

This will build on Medway Council’s Consultation Strategy to ‘ensure that consultation activity is inclusive and enables those groups who have traditionally not had a voice to participate in consultation exercises, and where necessary undertaking community capacity building to ensure that the full range of groups are involved. ‘

Our aim is that disabled children and young people and their families are routinely involved and supported in making informed decisions about their treatment, care and support and in shaping services
.

6.1
Parents’ Forums

User groups are being set up in conjunction with the new Children’s Trust arrangements. Parents are also engaged through voluntary sector groups, including Kids, and Parent Partnership.

6.2  
Young People’s Forums

The Joint Strategic Needs Assessment identified that 40% of young people who took part in the TELLUS2 online survey from Medway are not satisfied with the extent to which their views are listened to regarding decisions in the local area. 

All of the special schools operate School Councils. They have been actively involved in the initial consultation stage for this strategy. In discussion with the Youth Parliament, the next stage of developing consistent consultation with disabled young people will be to facilitate ongoing events where school council members from the special schools and members of the Youth Parliament look at the proposals for short breaks and positive activities together. 

Medway Young Commissioners will be involved in the process of delivering the Aiming High for Disabled Children Strategy. 

7
Proposed model for transforming short breaks
Consultation with children and young people with disabilities and their parents/carers in Medway indicates that they would like short breaks to be:

· Inclusive – e.g. access to local holiday and after school schemes

· High quality

· Enjoyable

· Flexible

With a preference for

· Access to after school, holiday and youth clubs near their homes
· Badminton, kick boxing, discos, swimming, ice skating, dancing lessons, bungee jumping and looking after dogs
· Buddies to support access
7.1
Access for the most severely disabled

The Aiming High for Disabled Children strategy is focused on children with ‘severe disabilities’. Together for Disabled Children (TfDC) – the consortium tasked with supporting delivery - suggests that ‘in any area it is possible to work out a ‘ball park figure for the number of severely disabled children: 1.2 % of the local child population’.
 Medway will use this estimate, rather than trying to define severe disability as it is recognised that ‘that where providers, commissioners and others have tried to agree on definitions of disability, the development or transformation of services are held up for years’.

It is envisaged that through the transformation processes the availability of short breaks will increase to at least 1% of the child population by 2010/11 (from 0.5% in 2007/8). In Medway the total child population is currently 62,560; using the 1.2% ‘ball-park’ estimate of severely disabled children, there would be approximately 750 children who have severe disabilities.

7.2
Key principles

The transformation of services for children with disabilities in Medway will result in an increased range of high quality and short breaks that are responsive to the needs of individual families. The model adopted will support the preventative role of short breaks in enhancing the quality of life of the whole family, and reflects the principles of:

· Increasing social inclusion

· Aiming for high quality, enjoyable services

· Flexibility

· Local access

7.3
Access to inclusive services 

The provision of inclusive services will be central to the development of a wider range of short break options. Medway aims to deliver a continuum of services for children and young people identified as having a disability under the DDA 1995. These will build on current provision and include enhanced access to extended services, children’s centres, youth activities, leisure and play opportunities. 

Mainstream services will be supported to change and adapt in order to become inclusive. Medway will build staff capacity to include access for severely disabled children in partnership with extended services, Youth, Play, and Leisure provision and the voluntary sector. 

The enhancement of the capacity of holiday schemes will be a priority for development and this will require close collaboration between extended services, current specialist providers of schemes for children and young people with disabilities, and those who provide training and support for staff to deliver the services.

Combined with targeted support services and group provision

There is evidence for demand for targeted provision during holidays and after school provision. This could be offered through partnership with schools that have the accommodation to meet the needs of particular children, and existing providers of specialist services, and the development of play workers who have specialist training. 

7.4
Buddy scheme

There will be increased capacity for targeted support services such as Buddies, as well as targeted youth options. Buddies – of a similar age to the young person accessing the activity – will provide a ‘bridge’ to enable individuals to gradually access new opportunities within inclusive provision by building the confidence and skills of all those involved. This approach supports the transition of individuals into unfamiliar provision, and ensures services are flexible and reflect the changing needs and priorities of service users.

The Buddy Scheme will link with work already underway in Medway through the Duke of Edinburgh Award Scheme, the partnership between schools and Parklands Resource Centre, and the Youth Parliament.

Where short breaks are provided through Youth services this will also enable an improved opportunity for young people to make a smooth transition into adult services.

7.5
Local services

Medway services are organised into three integrated areas based in Chatham and Rochester, Strood and Hoo, and Rainham and Gillingham. Targeted services will be developed within the three geographical areas. This will start to offer a more locality-based option for families. Within each of these localities a range of existing services will be identified, including after school, holiday, weekend and leisure services. These providers will be supported to develop existing services with the information, knowledge and training which could be commissioned from the special schools and from specialist PCT services. 

Targeted holiday playscheme provision such as that currently offered by Parklands Resource Centre and MAGIC will be a priority for development. This could be achieved by building the capacity of existing providers of targeted group services such as MAGIC, Parklands, and Parkwood to use locality based venues such as children’s centres and youth and leisure facilities to build ‘satellite ‘ services which are more locally based.

Specialist services

There will continue to be a personalized approach to choices of specialist services, including overnight stays and residential options as well as services which can meet the needs of those with complex health needs.

Targeted family based services

These services will encompass family based daycare, building on the Link scheme, through the development of a contract carers scheme which would enable services such as additionally skilled childminders to offer short breaks within the local childminder’s or family home, or to accompany a child or young person to a positive activity of their choice. 

Medway will continue to work with partners, particularly the PCT, to evolve innovative and imaginative practice in providing short breaks. Examples of services which have developed include home based palliative care. 

Childminding can offer a flexible service to children with disabilities. This will be facilitated by providing a specific level of training through the staff and skills available at special schools across Medway, supplemented by additional child specific training as required, and the expertise of Learning Disability nurses and other specific teams. 

7.6
Flexible transport

Transport is a key issue in developing access to services as part of short breaks, particularly in relation to activities in the evenings, weekends and holidays. The difficulty of dropping and picking up children from activities that are some distance from home means that the opportunity for a short break may be curtailed and can sometimes be for less than an hour in practice. We will review the transport available to children with disabilities across Medway to enable increased access to services. This includes school transport, public transport and community transport.

We will develop creative solutions to transport challenges. The Commissioning Manager for AHDC will explore the potential for a range of transport options, including developing the use of community transport. 

7.7
Information and transparency
Medway will provide disabled children and their carers with a full range of information about short break services, tailored to the individual needs of children and their parents, and accessible in a range of formats. Common criteria, thresholds and referral processes will be in place to provide transparent, consistent and reliable routes to access services

The Medway Council Communication Strategy will develop a specific focus on information which is useful and accessible to disabled children, young people and their families. This will included a dedicated web page for disabled children and young people and their parents on the Medway Council website.

The Families Information Service will play a key role in providing information about short breaks for parents of children aged 0-19 with disabilities, and brokering access to extended services and youth activities. Disabled children, young people and their families can expect information that is:

· Accessible – using everyday language and via internet 

· Available – in schools, health centres, and children’s centres

· Accurate – and up-to-date

· Joined-up  - across local authority, PCT, schools and PVI

· User-focused 

7.8
Summary of Medway core offer for short breaks

In addition to the current provision of short breaks, we aim to develop access to a core offer of short breaks for each age group by 2011, including:

Medway core offer for 0-4s 

· Access to sessions in children’s centres

· Specialist childminder support networks around children’s centres

Medway core offer for 5-11s 

· During main holidays, access to a minimum of 2 playscheme or holiday activity sessions/outings per holiday

· During term-time, 1 after school activity a week, minimum 2.5 hours

Medway core offer for young people aged 12-18 years 

· During main holidays, minimum 2 holiday activity sessions/outings per holiday 

· During term-time, 2 after school/evening activities a week, minimum 2.5 hours

· Buddy support to access short breaks

In addition, families may be eligible for support to access one or more of the following short breaks or services:

Short breaks

· Supersitters

· Link Families Scheme

· Holiday Activity sessions during half term

· Overnight short breaks

· Weekend activities

· Adventure holiday

 Services

· Support with transport

· Support for siblings

Where funding is available, we will encourage the use of Direct Payments.

8 
Approach to eligibility 

The Aiming High for Disabled Children strategy is focused on children and young people with ‘severe disabilities’. Eligibility for the increased range of services that will be available will ensure that access to these services does not involve more additional processes of assessment than is absolutely necessary. 

It is recognized that as part of the transformation of short break services there is a need for ‘local partners to review their eligibility criteria in light of additional resources’.
  At national level, the pathfinder areas have established a specific learning set to explore ‘how eligibility criteria can ensure that gate keeping to services is transparent, appropriate, equitable and in keeping with the resources now available from Government.’

As Medway continues to consult with parents, carers, children and young people, it is crucial that the approach being developed is transparent, shared and understood, and continues to take into account good practice from other areas. 

The aim is to increase access to a wider variety of services for severely disabled children and young people. Examples of severe disability include:

a) Children and young people with severe needs, such as severe learning difficulties or behaviour which is challenging. Not all children on the Autistic Spectrum will require short breaks

b) Children and young people with complex health needs

c) Children and young people aged 11+ with moving and handling needs that will require equipment and adaptation

d) Children and young people where challenging behaviour is associated with other impairments (e.g. severe learning difficulty)

e) Young people aged 14+ who are severely disabled

The eligibility criteria will support the preventative role of short breaks in enhancing the quality of life of the whole family. The criteria will also be in line with the principle of increasing social inclusion. Services will continue to be available to respond to ‘crisis’ or ‘emergency’ situations.

Assessment processes for eligibility for services will be proportional to the level of service being sought. Assessments will be based on an ‘Outcomes based framework’, 
 which identifies the barriers that are preventing a child or young person achieving the Every Child Matters outcomes and Standard 8 of the National Service Framework ‘enabling disabled children and young people and those with complex health needs and their families to live ordinary lives.’

The aim is for all disabled children and young people to be able to access and benefit from services available to all. Where more specific support is required to access services, there will be a ‘self assessment’ approach used to identify what support would be needed to enable that to happen. The self assessment can be supported, if needed, by a person trusted by the family, preferably a key worker if in place or a professional who knows the child/young person and family.  

Effective use of the Common Assessment Framework (CAF) will ensure that joint planning and delivery are central to the delivery of new and existing services. The CAF supports the integration of assessments across service delivery by information sharing and collaboration between services, enabling the needs of a child or young person to be met by early intervention and effective prevention. 

Disabled children, young people and their families can expect assessments to include consideration of mainstream, inclusive options as well as specialist services, including the offer of direct payments and support to manage direct payments.

9
Management/commissioning options

The transformation programme will be delivered through a joined up approach which includes extended services in and around schools, and links to the delivery of the expectations within ‘Aiming high; ten year strategy for positive activities’ for youth, and ‘Aiming high for children; support for families.’ 

In Medway, 99% of schools already offer access to extended childcare services, and the success of the Aiming High for Disabled Children strategy will depend on supporting young people with disabilities to access those mainstream services, through Buddy and transport schemes for example, as well as extending some of the specialist youth and holiday activities. 

Danecourt School, for example, is eager to offer their pupils support to attend provision in their own localities. The school offers an outreach service to mainstream schools, and this could be developed to enhance access to the extended services offered to the pupils in mainstream schools. At a recent consultation with parents at the school, parents expressed a wish for their children to attend a wider variety of clubs in the schools which are close to the child’s home. Through consultation with children at the after school club it was suggested that the children from Danecourt should have the opportunity to ‘try’ clubs in other schools nearby to see if they liked them. The head teacher intends to support this opportunity.
9.1
Service Management

The Strategic Partnership Board will continue to oversee delivery of the AHDC strategy. In addition to the Commissioning Manager for AHDC, a Service Manager will ensure effective coordination of all the agencies and departments involved in delivering the strategy, publicise the availability of short breaks, and monitor take-up. The development and management support available will be reviewed by the Board to ensure effective delivery.

9.2
Disabled Children’s Team 
In addition to dedicated health professionals, the local authority Disabled Children’s team, includes eight staff responsible for short breaks, as well as the Adolescent group, Sensory training, Siblings, Saturdays, and Fathers groups.

9.3
Commissioning
It is anticipated that the third sector will play a key role in delivering the Aiming High for Disabled Children programme in Medway. This will include commissioning a range of short break services (for example summer playschemes, specialist childminding services, youth activities etc), as well as Buddy/mentor schemes to support access.

10
Workforce development strategy 
There will be significant workforce development implications in developing access to short break provision for an estimated further 400 disabled children in Medway by 2011. All partners are committed to developing additional training programmes to support:

· Staff working in mainstream extended services activities (breakfast, after school and holiday schemes)

· Increased staff working in specialist after school and holiday schemes

· Youth workers

· Playworkers

Staff in special schools will play a key role in facilitating training, and developing ‘satellite’ services. The Community Learning Disability team will also play a significant role in up skilling the workforce re medical needs, and developing expertise and skills to ensure that children with very complex needs have appropriate access to short breaks 

.

Staff will need more training in specific communication techniques such as signs and symbols, and the use of recognised approaches such as the Hear by Right standards will be a key part of the strategy. Manual handling training will also be needed by all new staff, adapted to the needs of individual children and young people.

Tackling bullying may be an area where more training will be required, given the evidence that children with disabilities are more likely to experience persistent bullying.

Training for Buddies, specialist childminders and all staff supporting children to access short breaks will be integrated and developed around the common core of skills and knowledge required for the children’s workforce as a whole. The Medway Workforce Development Strategy will explore the most effective use of all funding to co-ordinate an integrated approach to inclusion across all services.

11
Budget 
The transformation of services for disabled children and young people must be sustainable beyond the initial period of Aiming High for Disabled Children funding.

The Government considers that eligible short break commissioning or financial support must meet each of the following three criteria to constitute appropriate short break expenditure from the AHDC block in the Sure Start, Early Years and Childcare Grant:

· Expenditure must enable the Full Service Offer to be met

· Expenditure must be undertaken with the primary aim of securing short breaks for severely disabled children. If applied to universal settings, expenditure must support an identified programme of short break provision and should not simply aim to enhance inclusion in a general sense (e.g. help childcare settings to provide day care for disabled children to enable parents to work or train). This is not to say that short break commissioning ought not to enable provision to be inclusive – but rather the aim of the expenditure must be to secure short break provision

· Expenditure must support severely disabled children’s access to provision and should not substitute for funding aimed at providing inclusive services. This expenditure should be separate to, and over and above the adjustments that might reasonably be made, or that are already being made, to increase the inclusion of disabled children and young people in existing provision.

Examples of eligible expenditure meeting these criteria would be:

· Befriending, sessional worker or sitters assisting severely disabled children and young people’s access to universal provision

· Bridging – the use of short-term specialist staff to ensure a smooth transition of a severely disabled child into a mainstream service. This would have the goal of building sustainable skills so that when the worker withdraws, the child’s short break access is maintained

· Impairment or issue specific training to enable the access of a child or children to short break provision – local areas should ensure that this is underpinned by a firm foundation of disability equality awareness as required by legislation.  

Examples of activity that would not meet this criteria include:

· Funding a general ‘disability’ worker within a universal setting

· Providing basic equality awareness training
· Adjustments to premises which could be considered to be reasonable adjustments under disability legislation.
12
Monitoring and evaluation

Young people with disabilities and their parents will play a key role in commissioning services and monitoring the outcomes of Aiming High for Disabled Children.

Shared performance measures based upon the JSNA, the Local Area Agreement (LAA) and the Children and Young People’s plan will underpin an integrated approach to improving quality and capacity.

Performance indicators will include:

· The number of disabled children and young people accessing short breaks (starting from 337 in 2008, with the aim of reaching 750 by 2011
· Young people’s satisfaction with short breaks

· Parent/carers satisfaction levels

· Staff training available

· Information available to children/young people and parents/carers about short breaks

· Quality of short breaks provision (e.g. Ofsted inspection findings)

Linked performance indicators will be developed for each service commissioned (e.g. no. of Buddies trained etc.), as part of the commissioning process. Young Commissioners with disabilities will be involved in the commissioning process, and in monitoring the quality of short breaks provision and satisfaction with services.
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