
Children and Young People’s Health Outcomes Strategy – Feedback Form

The Children and Young People’s Forum has been set up to inform the development of a Children and Young People’s Health Outcomes Strategy. The Strategy will be a plan for action, which will help the different parts of the health system work better together to improve the quality of healthcare services for children and young people. 

We want to hear your views and key messages to help us shape the plan of action and make sure we focus on the issues that matter to you. We are holding a number of events around the country to get input from clinicians, children, young people, parents, carers and the general public. We have also created this feedback form, as we are keen to hear from as many individuals as possible. 

Please respond to our four questions (should not take longer than 30 minutes!), complete your details at the end of the form,and email it to: childrensoutcomesforum@dh.gsi.gov.uk
Please send your response by 30 April 2012.
Thank you for your time and support to advise the Children and Young Peoples

Forum. You can keep up to date with the developments of the Children and

Young People’s Health Outcomes Strategy,at
http://healthandcare.dh.gov.uk/category/children/
Before you begin, please put anX before the relevant category:
Patient

Parent/ Carer 

Health Service User 

Doctor

Nurse 
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XOther (please specify) National Sensory Impairment Partnership (NatSIP) 
The purpose of the National Sensory Impairment Partnership (NatSIP) is to improve outcomes for children and young people with sensory impairment, narrowing gaps with their peers, through joint working in services for these children. Members of NatSIP include: local authorities, schools, professional associations and voluntary organisations supporting children and young people with sensory impairment. This response is submitted from NatSIP and endorsed by BATOD, NDCS, RNIB, Sense and VIEW. 
Region – National 
Could you also provide details of the issue(s) that your comments are in relation to by putting a X in front of the relevant topic(s)
Primary care (GP practices, community health centres, dental practices, community pharmacies…)



X
Children with long term conditions


X
Children with complex health needs



Children with poor mental health

Urgent care for children with acute illness (starts very quickly and lasts for a short time)


X
Health promotion and improvement


Palliative care (life threatening illnesses)
X
Children with disabilities


Looked after children


Safeguarding children


Medicines for children

X
Mother's physical & mental health in pregnancy

X          Transition to adult life

Question 1

In your view, where is the health service falling short for children and young people, what is our weakest link and what can we do to improve things to make sure it makes a real difference to the lives of children and young people?

Sensory impairments present a wide range of complex challenges for children, young people and their families. Vision Impairment (VI), deafness/Hearing Impairment (HI) and deafblindness/Multi-Sensory Impairment (MSI) all have an impact on the development and life opportunities of children and young people. Failure to successfully identify and support children with VI, HI or MSI will lead to significant health inequalities which will become entrenched very early on in a child’s life and will lead to worsening physical, social, emotional and educational outcomes in later life. 

It is recognised that early identification and intervention is critical in preventing health inequalities, improving outcomes and increasing the life chances of children with sensory impairments. The nature of sensory impairments and the ways in which different conditions, syndromes and impairments develop, in addition to any impairment caused by accident or injury during childhood, mean that identification must be embedded as part of a wider health care programme for children.

We recommend:

· that every child receives neonatal and/or early infancy screening of hearing and vision impairment (for newborns or within 6-8 weeks of birth). This is particularly critical in children who are born prematurely or with low birth weight

· that children aged 4-5 receive vision screening to detect loss of vision acuity

· appropriate hearing screening in early childhood and/or at school entry to identify later-onset hearing loss

· that both early childhood auditory and vision screening checks above join the Newborn and Neonatal Screening in having NHS National Programme Status.
As a result of the NHS reform process, there is a need to create a national framework that will give local providers the flexibility to secure effective local delivery of these essential services. National Programme status will give local commissioners the confidence to ensure the early identification of the health of children’s sight and hearing and the ability to provide support within local service provision.

Whilst early diagnosis is important, effective and integrated support post-diagnosis is also critical. It is important that the quality assurance framework delivers multi-agency and multi-disciplinary support post-diagnosis. 

Children with sensory impairments need access to other health services, such as speech and language therapy, occupational therapy and mental health services. Parents report that it can be difficult to access these other services in a timely and holistic way. 

Question 2

With so many different parts of the health system in place, what do they need to focus on and improve to make sure they each work together to deliver the best possible health service for children and young people ?

We believe that specialist services for children with sensory impairments should be commissioned at a national level by the national commissioning group. It is unlikely that small clinical commissioning groups will have the expertise needed to focus on the needs of children with sensory impairments and deliver improvements. 

The reform programmes in education and health accompanied by potential for reform within the social care system present a multitude of challenges for any new health outcomes framework for children and young people. The reforms set out in the Government’s Green Paper “Support and Aspiration: A new approach to Special Educational Needs and Disability”
 published last year offers genuine potential for creating meaningful links between health and education providers that could result in improved health and educational outcomes for children and young people with Special Educational Needs (SEN) and Disabilities. We particularly welcome consideration, when they emerge, of the results of the pathfinder pilots around the 0 -25yrs plans across services.

Utilising School, Local Authority, Health and Care Agencies Duty to Co-operate in conjunction with the proposed Education, Health and Care Plan
 should ensure that children with a VI, HI or MSI have their education, health and care needs met and identified. This must be done at a strategic level through the strategic planning and commissioning processes including engagement with Health and Well-being Boards. This unified approach around an individual’s health should lead to appropriate programmes of support, provision and adjustments within school and home settings. The process should be person-centred with the involvement of a lead clinician (appropriate to the child or young person’s on-going health needs – this could be a GP, Community Paediatrician or a Consultant depending on their primary disability and complexity of need) who would also co-ordinate the involvement of social care and education practitioners involving parents and family. 
A unified approach requires different services to agree to work together. Children with sensory impairments and their families tell us this often does not happen at present. For example, many parents of deaf children report difficulties in securing access to speech and language therapy services from health, even where this is set out as part of a statement. It is disappointing that in the SEN and Disability Green Paper, health services will not be accountable for a failure to meet the services assessed as being required under an education, health and care plan, in a similar way to how education services are held accountable through Tribunals. 

We recommend: 
· that every child or young person receives co-ordinated clinician-led health and care support
· a co-ordinated annual appointment led by the child’s Primary Clinician, SENCo, Social Worker, Intervenor, specialist teacher and parents

· that this appointment informs a support programme for school and home settings which is firmly embedded as part of a child’s EHCP

· that the accountability framework for health services under the education, health and care plan be reconsidered. 

Transition stages throughout childhood and between childhood and adulthood continue to present challenges, anxiety and cliff-edges for children, young people and their families. Transition is particularly difficult for children with disabilities and, for those with sensory impairments, the current arrangement and delivery of services continues to be insufficiently coherent so that it is hallmarked by failure in continuity, quality or quantity of support. Recent research
 found that deaf young people want greater involvement in and awareness of the transition process. It also found that age-appropriate information and targeted support are vital. 

Transition pathways into services are often complex and reliant on statutory processes and assessments. In order for these transition stages to be effective awareness of the wide range of VI, HI and MSI is crucial. 52% of parents reported delays in the statutory assessment and SEN statementing process
 with pathways starting to break down as soon as parents engaged with services. 
Children and young people with VI, HI or MSI can often have additional complex needs. Throughout their journey in childhood and into early adulthood they can develop close relationships with clinicians who understand their specific needs and meet these needs successfully. However, for many of these children this still does not happen, fundamental requirements such as access to information in a format they can read independently, the ability to communicate clearly and effectively using alternative means (for example BSL, hands-on signing or deafblind manual) along with the provision of appropriate communications support are essential. 
Research shows that 7 out of 10 blind and partially sighted patients receive health information from their GP in a format they cannot read
. More than a third of parents reported that they did not know what was happening medically with their MSI child
 with 80% of people with MSI  stating they did not understand the treatment they were receiving after outpatients’ appointments
. A recent special review by the Care Quality Commission found that 80% of PCTs stated that they co-ordinate appointments
 with other services around the child indicating that there is still a considerable shortfall amongst PCTs when delivering appointments for children with disabilities. 
Transition planning for children and young people needs to be co-ordinated efficiently and effectively throughout the various transition stages. This planning process is particularly important at year 9 and has increasing importance for young adults given that the Government will be implementing proposals to raise the participation age to 17 next year. Social Care reform still remains prominent on the policy agenda and we are acutely aware that there are proposals within the Law Commission’s report on the streamlining of the legal framework for adult social care
 with particular reference to the extension of entitlement to adult services at the age of 16. This proposed extension would impact greatly on the successful transition of young people with VI, HI and MSI. 

We recommend:  
· the needs of the young person are placed at the heart of the transition process, with the views of the young person proactively sought throughout and the young person given the opportunity to develop independence, take more control and increase self-management
· as part of the transition planning process and the proposed ECHP review process a pre-transition appointment at years 9 and 11 with their existing Paediatric and new Adult Clinician to check existing sensory impairment and identify potential changes, and further checks to address any identified or expected support needs.

· the agreement of a health management programme for transition which includes a formal date of transfer to adult clinical services ensuring that the requisite support is in place within all settings (home, school and clinical) to manage the impact of change
· ensuring that access to information and communications support needs are clearly identified as part of the transition process and these needs are agreed to and met by the new Clinical lead
· that the Clinical lead ensures the co-ordination of other essential appointments for the young person (e.g. SALT or Physiotherapy) to minimise the impact on the young person
· specifications written by commissioners incorporate relevant quality assurance standards on transitions. 

Question 3

The NHS and Public Health Outcomes Frameworks both propose key areas of focus: making sure everyone lives healthy lives for longer, addressing inequalities, enhancing quality of life for people with long term conditions, helping people recover from ill health or following an injury, ensuring people have a positive experience of care, treating and caring for people in a safe environment and protecting them from harm.(Details of the current outcomes specific to children and young people within these frameworks are at http://healthandcare.dh.gov.uk/outcomes-frameworks/ ) 

Are these the right priority areas in relation to children and young people’s health outcomes? Is there anything missing?
We agree with the Council for Disabled Children that the Government should create a shared education, health and social care outcomes framework for children with special educational needs and disabilities. This work should be a joint endeavour between the Department of Health and the Department for Education, building on Standard 8 of the National Service Framework for Children. It is of concern that, in the current form, the outcome indicators do not reflect children and young people’s health as a priority and a significant number of indicators exclude children and young people for no clear reason. It is also important that the outcome indicators are meaningful and allow us to monitor progress towards achieving those outcomes for all groups of disabled children, including those with sensory impairments. 
We believe that clear focus needs to be given to addressing health inequalities. The on-going health needs of children and young people with long-term conditions must be met in the most effective way possible appropriate to their needs. Post-injury support – particularly where this has resulted in an acquired VI, HI or MSI – is critical given the huge physical and emotional impact of a suddenly acquired sensory impairment. The experience of young people with sensory impairments whilst in a health setting is particularly important with access to information and communication in relation to their health conditions being a particular priority.

We recommend:

· the Department of Health adopts a principle of inclusive outcome indicators where all patient outcomes indicators include the whole population, including children and young people, unless there is a specific reason to restrict an outcome indicator to certain sections of the population
· 4-5 year screening checks for auditory and vision loss to prevent widening health inequalities
· appropriate, co-ordinated support for children and young people with long-term conditions including the involvement (where appropriate) of other practitioners from education and social care

· recognition of the emotional and practical support needs of a young person who has acquired a VI, HI or MSI as a result of trauma or injury. This should result in a co-ordinated response by education, health and care agencies bringing together services and appropriate interventions to provide support for children, young people and families in crisis. 

· a commitment to meet statutory obligations under the Equality Act 2010 to provide access to information and independent communication through the provision of health information in formats that people with VI or MSI can access independently in addition to communications support when required for people with HI or MSI. 

Key health outcomes for children and young people must include…

Proposed indicators for improving health outcomes for children and young people with sensory impairments
	Intended impact
	Outcome indicator
	Output indicator 
	Example relating to hearing impairment
	Example relating to vision impairment 
	Example relating to deafblindness / multi-sensory impairment

	Children receive early identification of sensory loss.
	· Increased identification of hearing and vision impairments

· Increased prevention of avoidable hearing and sight loss


	· That every child receives neonatal and/or early infancy screening of hearing and vision impairment. (for newborns or within 6-8 weeks of birth) This is critical in children who are born prematurely or with low birth weight,

· That children aged 4-5 receive visionl screening to detect loss of visionl acuity

· Appropriate hearing screening in early childhood to identify later-inset hearing loss

· That both early childhood auditory and vison screening checks above join the Newborn and Neonatal Screening in having NHS National Programme Status

	At birth a baby is screened for hearing loss; the baby fails the screen and is referred for diagnostic tests. Diagnostic test confirms profound hearing loss and appropriate clinical intervention is put in place. Referral is made to the specialist teacher (TOD) for education support on the baby’s return to home.  
	A baby born pre-term is screened for retinopathy of prematurity. The condition is confirmed and appropriate clinical intervention put in place. A referral is also made to the specialist teacher (QTVI) for education support on the baby's return to home. 
	A baby born pre-term is screened for retinopathy of prematurity. The condition is confirmed. Further the baby is screened for hearing loss and fails the screen. Further diagnostic testing confirms severe hearing loss. Appropriate clinical interventions are put in place. Referral is made to the specialist teaching team (TOD, QTVI and QTMSI) for education support on the baby’s return to home. 

	The child or young person's developing education, health and care needs are identified and met. 


	· The child or young person receives coordinated clinician-led care and support 


	· Every child and young person should have an annual appointment with their primary medical professional (GP, consultant etc), Social Worker (if they have one), SENCo, CAMHS and key worker, and specialist teacher


	· A child with hearing impairment who uses hearing aids is identified as requiring a cochlear implant; the school is able to provide support to develop an appropriate listening programme in response with the support of a specialist Teacher of the Deaf. 


	· A young person with a deteriorating vision impairment requires more regular screening and appropriate access to paediatric LVA clinic support. This would impact on community support and ongoing classroom adjustments and other changes to access education
	· A young person with a MSI receives co-ordinated and regular sight and hearing checks in addition to an adjusted curriculum, listening programme and intervenor support. 

	Young people’s sensory impairment needs are identified and continue to be supported in the transfer from paediatric to adult care services 
	· The young person receives an integrated Transition Health Programme which is incorporated into the EHCP (if they have one) which sets out their transition process clearly and simply and addresses health, access and communication needs
	· As part of the transition planning process and the proposed ECHP review process a pre-transition appointment takes place at years 9 and 11 with their existing Paediatric and new Adult Clinician to check existing sensory impairment and identify potential changes, and there are further checks to address any identified or expected support needs.

· Agree a health management programme for transition which includes a formal date of transfer to adult clinical services ensuring that the requisite support is in place within all settings (home, school and clinical) to manage the impact of change.

· Ensure that transition between Child and Adult mental Health services is planned and managed appropriately.

· Ensure that access to information and communications support needs are clearly identified as part of the transition process and these needs are agreed to and met by the new Clinical lead.

· Ensure that the Clinical lead enables the co-ordination of other essential appointments for the young person (e.g. SALT or Physiotherapy) to minimise the impact on the young person.


	· A young person with a hearing impairment receives a hearing check and review of their auditory health attended by Clinicians which agrees existing health needs, plans to manage any further change and suggests any additional support that may be required in home or education settings. The communication needs of the young person are also discussed and agreed. These are included in a Transition health Management Programme which sits within the young person’s EHCP (if they have one)
	· A young person with a vision impairment receives a vision check and review of their eye health attended by Clinicians which agrees existing health needs, plans to manage any further changes and suggests any additional support that may be required in home or education settings. The communication needs of the young person are also discussed and agreed. These are included in a Transition health Management Programme which sits within the young person’s EHCP (if they have one)
	· A young person with a multi-sensory impairment receives a hearing and vision check and review of their auditory and eye health attended by Clinicians which agrees existing health needs, plans to manage any further changes and suggests any additional support that may be required in home or education settings. The communication needs of the young person are also discussed and agreed. These are included in a Transition health Management Programme which sits within the young person’s EHCP (if they have one)


Is there anything else you’d like to tell us?

RNIB uses the prevalence of 0.2% or 2 children per 1,000 with vision impairment. An estimated 25,000 blind and partially sighted children and young people in Britain need specialist education support. The majority are educated in mainstream schools. A high proportion (at least 50 per cent) have additional disabilities and/or special educational needs (SEN) (Morris and Smith 2008). Estimates have also found 19,000 children with a learning disability also have a vision impairment

The Centre for Disability Research
 report estimates there are 4,000 children who have MSI in the UK. These children require specialist Teaching and Intervenor support in educational and social settings although many do not have a statement of Special Educational Needs despite the complexity and impact of their disabilities. The report also suggests that there may be as many as 21,000 children in the UK who experience longstanding sight and hearing difficulties for a period of time during their childhood.

The NDCS estimates that 2.6 in every 1,000 children in the UK are either born deaf or acquire a severe to profound hearing loss later in their childhood. Prevalence and Incidence of Childhood Deafness in the UK (40+ dBHL)

· 1.1 per 1000 children are born with permanent bilateral deafness

· 0.6 per 1000 possibly born with a unilateral deafness

· A further 0.2 per 1000 develop deafness by age 4-5 years

· A further 0.4-0.7 per 1000 develop deafness from 5- 10 years

Total - 2.6 per 1000 

We have genuine concerns around the identification of low incidence children and young people at a local level by the NHS. There are 770,000 Children with a disability in the UK: approximately 1 in 20 of the population
. In a recent Special Review conducted by the CQC, 5 PCTs reported that they had no disabled children or young people within their catchment whilst the rest reported they estimated local populations between 200 and 36,000. 

Joint Strategic Needs Assessments (JSNAs) are poised to become the key tool for Health and Well-Being Boards in the planning and delivery of local services. It is absolutely critical that local authorities and health care agencies have access to datasets which accurately reflect prevalence of low incidence conditions such as VI, HI and MSI to ensure that the needs of this particular group of children and young people are met through the provision of specialist services. It is also important that this process also leads to improvements in the information that children and young people with sensory impairments and their families can access about local services. 
We recommend: 

· that Local Health and Well-being Strategies contain a distinct section to identify the needs of children and young people in each area and clearly set out steps taken and services required to meet those needs
· recognition that successful delivery of health outcomes is dependent on a shared understanding of legal duties and obligations for the constituent parts of the local commissioning picture and these obligations and duties are clearly and publicly set out for parents, children and young people to understand 

· ensuring that the new guidance for Directors of Children’s Services
 is closely linked with the legal obligations of Health and Well-Being Boards to ensure that all partners in the local commissioning landscape including Health, LAs, Schools, and Children’s Trusts are working together to meet the needs of children in their area

· that the Government’s framework for JSNAs ensures that reliable information is collected about local children and young people with sensory impairments and their needs
· that the Government requires Health and Well-Being Boards to develop a joint dissemination strategy for information about the health, education and social care services available in their local area and to link this activity with the development of the ‘Local Offer’ proposed by the SEN and Disability Green Paper. 

Your Details 
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Name :  Lindsey Rousseau (facilitator for NatSIP) 
Email: lindsey.rousseau@natsip.org.uk
Confidentiality of Information:
1. We manage the information you provide in response to these engagement questions in accordance with the Department of Health’s Information Charter.

2. Information we receive, including personal information, may be published or disclosed in accordance with the access to information regimes (primarily the Freedom of Information Act 2000 (FOIA), the Data Protection Act 1998 (DPA) and the Environmental Information Regulations 2004).

3. If you want the information that you provide to be treated as confidential, please be aware that, under the FOIA, there is a statutory Code of Practice with which public authorities must comply and which deals, amongst other things, with obligations of confidence. In view of this, it would be helpful if you could explain to us why you regard the information, you have provided as confidential. If we receive a request for disclosure of the information, we will take full account of your explanation, but we cannot give assurance that confidentiality can be maintained in all circumstances. An automatic confidentiality disclaimer generated by your IT system will not, of itself, be regarded as binding on the Department. 

4. The Department will process your personal data in accordance with the DPA and, in most circumstances; this will mean that your personal data will not be disclosed to third parties. 

On behalf of the Children and Young People’s Forum, we would like to thank you for taking the time to complete this feedback form.
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