SUGGESTED BUSINESS PLAN FOR MODERN CHILDREN’S DISABILITY SERVICES, DRAFTED BY THE RCPCH STANDING COMMITTEE ON DISABILITY

NB these are preliminary recommendations

The RCPCH Standing Committee on Disability (SCOD) realises that within the structure of the National Service Framework (NSF), paediatric services are split “vertically” by perceived specific clinical boundaries like acute services, community-based services, disability services and child and adolescent mental health services (CAMHS), which clinically cut across the common needs of, for example, disabled children with high rates of epilepsy and psychiatric illness.  SCOD also perceives a “horizontal” split which administratively separates the aspirations for services within the NSF Disability External Working Group (Disability EWG) remit from issues of professional structure and training and resources.  The business plan proposed cannot be confined by such a structure since recommendations out of full context may not get translated into action.

The proposed auditable business plan is structured on the following headings:

1.
Evidence Base.

2.
Resources Required

3.
Barriers to developing the Service and how these can be overcome

A full service specification is required for a final business plan, but will await further discussions.

1.
Evidence base

The agreed appropriate level of provision for a civilised, caring and affluent country ie the obvious that does not require scientific evidence of efficacy, is the right of all and should be funded and provided.  Eg: 

· Parental access to medical professionals trained to diagnose the condition the child has, arrange appropriate investigation, refer to appropriate other professionals and advise other agencies, particularly educational, of the significance of the child’s condition to their involvement. Diagnosis is not a single consultative act but a process  often based upon careful longitudinal data. 

· Parental access to professionals who can solve problems related to the normal requirements of life for mobility, comfortable seating, communication, access to education, recreation and the treatment of intercurrent illness.

· Parental and teacher access to professionals who can help with concerns about behaviour and developmental and school progress.

· Parental and client access to a service which manages the transition from teenage to adult life and later to comprehensive adult services.

· Parental access to appropriate parent support groups who can raise issues which require some level of scientific defence ie the optimum can method for handling an issue.  These issues may be the starting point for research into efficacy of ascertainment, investigation, medical treatment, therapy and special education.  

Examples of expected routine provision are:

· “Screening” for disability:  such activity requires high sensitivity and specificity and good evidence that something effective can be done by early ascertainment.  Early detection of treatable metabolic disease (PKU, thyroid deficiency) and hip dislocation came into this category.  Hearing impairment has evidence supporting a better outcome following earlier detection but in the area of autism the sensitivity of detection and efficacy of early interaction fall short of the normal requirements for a population screening programme.  Screening for genetic disorders which though not treatable may allow the family to plan future pregnancies (eg Duchenne muscular dystrophy) are yet another example with separate dimension.

· The value of specific investigations for various clinical presentations, eg the value of chromosomes, metabolic investigations and MRI in motor, cognitive and behavioural impairments.

· The value of therapy in childhood disability:  A pragmatic decision may be made that access to therapists and psychologists is appropriate on the grounds of appropriate civilised response (see above) and that parents and children deserve the advice of an experienced therapist to share their predicament, assist in problem solving, point to areas of intervention for which there is good evidence. These activities might include prophylactic management of hip posture in nonambulent children with cerebral palsy and the identification and management of children with ADHD.

· The identification and management of epilepsy particularly early onset epilepsy. The appropriate investigation and management of epilepsy is sufficiently well supported by evidence and the disorders are associated with such a high burden of cognitive and psychiatric impairment that a pragmatic decision to require services to include this item as a specific requirement seems appropriate and in line with other initiatives in this area.  The association with prior developmental impairments as well as the downstream effects referred to above and the high rate of epilepsy in early brain damage, (up to 90% in spastic tetraplegia) make such a service mandatory.  

· The identification and early management of behaviour disorders.  These disorders have high prevalence in disability and often constitute the major concern for many parents and teachers of children with both developmental impairments and without.  Evidence for the efficacy of  specific treatments in ADHD is strong.  The view that family and school understanding and empowerment are key to management is widely held and worthy of support, but the implementation of community based programmes for behaviour disorders should be the subject of research because of the importance of the disorders, their high prevalence and high potential cost, but also the potential for long term benefit.  Such a service needs to be integrated with child development services.

· There is a major deficiency of rehabilitation services for children with acquired brain injury and other acquired impairments of the nervous system and which require identification, diagnosis and assessment.  

2.
Resources required

These will include: 

· 1 neurodisability trained paediatrician per 150,000 population .

      1 consultant per district with special training in epilepsy.

                   An integrated service for childhood behaviour disorders which may be delivered by a   

                   combination of CAMHS, paediatricians, psychologists, nurses and social workers with 

                   knowledge of this area being a requirement of all.

· Neurodevelopmentally trained therapists, psychologists and nurses working as part of a team within a defined community, serving children from birth to school leaving.  The detailed staffing needs more discussion.  

· Readily available specialist diagnostic, assessment and treatment services for paediatric neurology, neurodisability, psychiatry, genetics, ophthalmology, audiology.  Specialist paediatric neurology and neurodisability services need to be integrated with community based child health services through visiting clinics, joint appointments and shared protocols.  

· Administrative support with clerical, secretarial and management staff who need to be appropriately trained and rewarded for difficult but satisfying work.

· Locally based management teams to include input from parents, education, social services and the voluntary sector.  The team should conduct an annual audit against national and local standards.  

· Protocols for the identification, integration and management of impairments with particular emphasis on children with multiple impairments/complex disabilities.  

· Appropriate pre-school and school facilities.

· Funding arrangements that recognise it is essential to identify and provide a properly funded multidisciplinary/multiagency childhood disability service within a jointly managed budget.  This allows national comparisons.

· Rehabilitation services need to be established along the guidelines prepared by RCPCH.  

· Critical research of the above services involving a combination of epidemiology, health economics, neurodisability including therapies, psychiatry and social science.  Such research will need practical co-ordination, international collaboration and high quality research groups. 

3.  What are the barriers to developing such services and how can these be overcome?
i) Lack of trained paediatricians in neurodisability.

Lack of trained paediatricians in epilepsy.

Lack of trained paediatricians in behavioural disorders.

A neurodisability training programme is now developed and the subspecialty is close to being recognised. This will include achieving competency skills in epilepsy.  The time required to achieve 300 neurodisability trained paediatricians in the UK could be 10 years and requires the creation of new training posts, strengthening of units that can offer training and the ability to offer post CCST training to established paediatricians and overseas graduates.

[For behavioural training requirements, see 3 iv]
ii)      Lack of trained therapists, psychologists and nurses in paediatric neurodisability. 
Training programmes in neurodisability have to be written and agreed and an urgent programme of  post-registration training and cross disciplinary training should commence.   Emphasis on  early recruitment by targeting school age population, and training packages throughout employment may help reduce shortage of trained personnel.

iii) Lack of sufficient specialist paediatric neurology and neurodisability services to provide the 


specialist input to community based services.

Urgent implementation of plans to provide a minimum of 2 paediatric neurologists/million over the next 4 years and at least 4/million  by 10 years with new training posts and consultant staff.  Strengthening of the specialist services to meet the standards recommended by the BPNA/RCPCH. Urgent implementation of neurodisability training programme and establishment/expansion of neurodisability consultant posts.

iv) There are major disagreements and deficiencies in behavioural services for children with disability. The following are needed:

Integrated modules of training in behavioural neurology /neurodisability for paediatric neurodisability and paediatric neurology trainees.

Major changes in training of child psychiatrists so that it includes obligatory paediatrics and paediatric neurology/neurodisability and becomes fundamentally paediatric.

Strengthening of integrated paediatric / child psychiatry work in a way which makes joint working obligatory with compatible styles of working.
There is geographical variability in how services choose to set their boundaries.   Some learning disability teams see children from age five years, some from fourteen years and some not until nineteen years.  Mechanisms for balancing team development/expertise against agreed standards for coverage of need must be addressed.  

v)        Lack of research groups capable of carrying out research in these fields.
Encouragement of trainees to receive research training at PhD level by funding, senior appointments that span specialist and community services, and strengthening of groups with an academic track record in these fields is needed.  Some integrated PhD programmes in neurodisability should be created where sufficient supervision and support exists.

Research into service delivery will require initial strengthening of services to an appropriate standard.   10% of NHS resources allocated should be for Research and Development.

vi)      Rehabilitation is barely developed.

The newly proposed programme for paediatric rehabilitation requires resourcing, establishment  of training posts, expansion of current facilities and local and national level development and implementation.

vii) Health, education and social services do not easily share budgets, databases, facilities, personnel    

 
and administrators.

Efficient joint working models need to be identified and developed in order to ensure prompt funding appliances and orthoses. The problem of mismatch between funding source, home and school needs to be addressed by central departmental decisions.

viii) There is little precedent for strategic management in this field.

Multi-agency management at local, regional and national levels needs to be developed with clear brief that involves resources, training, service patterns, protocols and research needs.  We suggest infrequent, well prepared meetings of those actively involved in the services but with strong financial, statistical and planning support.

The development of a national co-ordinating team for paediatric neurodisability services which includes behavioural impairments and epilepsy is vital to this process.

ix) Parental involvement in planning and service delivery is patchy and discouraged despite 


statements to the contrary.

Resources have to be put into parent support groups, both formal and informal to allow true representation of parental input.  Such groups should elect representatives to the strategic planning groups at all levels.

x) There is a lack of agreed protocols for identification, assessment and management of most 


childhood disabling conditions.

The national co-ordinating committee (multi-agency) has the responsibility for finding, developing and testing protocols with community based and specialist services.

xi)       Services for young adults with disability arising in childhood are poorly developed.

A research project is required to look at disabled adolescents and young adults within a community to assess their needs for each agencies’ services and its method of delivery.

xi) It is difficult to see how this service is to be funded.

The programme has to be costed, the current funding investigated and its use reviewed.

Bids are invited for novel methods of delivering the service against specific criteria.

It is clear that significant additional funding for these services will be needed but precise figures cannot be given at this stage.

Conclusion

This business plan is intended to provide information on the style and content of a service for children with disability which is professional and community integrated, has appropriate focus on important issues and is intrinsically sustainable through its structures, particularly through audit.  It is important that professionals are used appropriately and that audit systems monitor professional roles.  A fully integrated service is needed which preserves and develops the academic base of the subject of childhood disability.  A full service specification is required for a final business plan.
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