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executive summary

This report is a summary of the full report Casson K, Herron M (2001) ‘Enabling Ability – the needs of children and young people with a disability in the Western Board area’. A copy of the full report is available from the Child Care Partnership Co-ordinator, WHSSB, Gransha Park, Derry, BT47 6FN.

For the purposes of this report, the social model definition of disability will be used as defined by Mason and Reiser (1992):

“Disabled people’s own view of the situation is that – while we may have medical conditions which hamper us and which may or may not need medical treatment – human knowledge, technology and collective resources are already such that our physical or mental impairments need not prevent us from being able to live perfectly good lives. It is society’s unwillingness to employ these means to altering itself rather than us which causes our disabilities. This is what we call the Social Model of Disability. It puts the problem outside ourselves back onto the collective responsibility of society as a whole.”

· Policy makers are increasingly recognising the importance of addressing the needs of children and young people with a disability and those of their parents/carers. Service providers are of paramount importance in addressing these needs.

· In accordance with these policy guidelines, the Western Area Child Care Partnership commissioned this research study to assess the needs of children and young people with a disability, and those of their families.

· The results of this study can help to shape the provision of services for children and young people in the Western Board area.

· The study consisted of two components – firstly, a comprehensive literature review was undertaken to ascertain the areas of importance to parents/carers, and to children and young people with a disability, and to identify good practice in the areas of service provision and service delivery. Secondly, consultation was undertaken with children and young people with a disability in the Western Health and Social Services Board area, parents/carers and service providers from the statutory, voluntary and community sectors.

· A total of 223 participants were interviewed during the consultation phase: 28 children and young people, 53 parents/carers, and 142 service providers. Due to the methodology employed in this study, and the relatively small number of participants (particularly children), the findings should not be taken as representative of the target population as a whole. However, the fact that there is a large degree of consistency between the findings from the consultation and those in the literature review (local and national) provides clear direction for services, particularly in the areas of health, social services and education.

KEY FINDINGS 

· There are approximately 3,000 children with a disability living in the Western Board.

· Some of the most deprived areas in Northern Ireland are situated in the Western Board area. It is significant to note that those areas with the highest rates of deprivation also tend to have high rates of disability. The findings of this study appear even more stark in the light of this information.

· Current service provision does not meet the needs of many of the children with disabilities who live in the Western Board area. 

· Parents have identified significant gaps in services which make the task of caring for their children within the family all the more difficult.

· Children and young people initially appeared satisfied with the services they are receiving, however, on exploring this issue further, this appears to be due to a lack of knowledge on the range of services which are available, and to the fact that their parents provide valuable services and support themselves.

· Children on the ‘informal register’ for learning disability appear to receive a more comprehensive range of services than children who have a physical disability or unregistered children who have a learning disability.

· It was identified there is little or no support available to children with a disability during the school holidays.

· While many individual service providers were praised for their work and dedication, the ‘system’ is generally perceived by parents as being negative and unsupportive.

· It has been identified that there is a need for greater planning and service provision around the transition to adulthood period from age 14 years onwards.

· There is no comprehensive information on the range of services and benefits available to children with a disability and their families.

· There is no comprehensive register of children with a disability – numbers, conditions and distribution of children.

· There is a lack of skills and expertise in dealing with children with a disability among service providers.

· Parents want a dedicated key worker to ensure they receive a comprehensive range of quality services for their child and the family. 

· There is currently no clear criteria for determining what services a child with a disability should receive. 

· Co-ordination and collaboration between organisations in the planning and delivery of services is vital to ensure effective, efficient services for the child and family.

· There are many opportunities for more partnerships between the statutory and voluntary sectors in the provision of services to children with a disability and their families.

· Service providers should focus on the strengths and abilities of children with disabilities, rather than on their disabilities and problems.

· Parents believe the key to meeting their needs lies in improvements in current services, the provision of additional services, partnerships between service providers and parents in planning and delivering services for the family as a whole, as well as increased financial assistance.

recommendations

Education and information

1.  Provide disability awareness training for the general public, able-bodied    
      children and service providers.
2.  Provide parents and service providers with the necessary information on 
      conditions and services to enable them to best support children with   

      disabilities. One method would be through the development of service 

      directories.
Planning and delivery of services

3.  Services should be planned and delivered using the social model of  
      disability.
4.  Services should be planned to take account of the needs of the whole 
      family.
5.  Services should be an integral part of mainstream services for children.

6.  A range of services should be accessible locally: information; 

      counselling; domicilary care; social work; respite care; therapy services; 

      schools; leisure facilities; and transport.

7.  Develop specialist multi-disciplinary community teams for children and 

      young people with disabilities.

8.  Review existing respite care options which are available and encourage 

      the development of flexible services.

9.  Ensure there is an appropriate range and mix of professional staff inputs 

      available to families in the community and that a full range of 

      therapeutic services are accessible.

10.  Reduce waiting times for therapy services and aids and adaptations.  

11.  Implement the key worker scheme.

Partnerships with children and parents

12.  Service provision should be designed and delivered with the active 

      involvement of children and their families.

13.  Monitor and evaluate the quality of services, including using consumer 

      representatives in a meaningful way.

14.  Promote advocacy for people with disabilities.

Transition to adulthood

15.  Ensure adequate planning and delivery for transition to adult services –

      vocational and/or social support and opportunities.

Collaboration and co-operative working

16.  There should be active collaboration and co-ordination of services 

       between and across all provider agencies.

17.  Strengthen links between Health and Social Services, the Northern 

      Ireland Housing Executive, Education and Library Boards and the 

      voluntary sector.

context for study

Overarching themes from national policy for children with disabilities
· children first – children with a disability are first and foremost children.

· discrimination - children with a disability should not be discriminated against on the grounds of their disability. They have the same rights as other children to all areas of services, facilities and the environment.  They should also be afforded the same opportunities to live lives which are “as normal as possible”.

· equal opportunities - of access (to buildings, facilities, schools), to employment and to goods and services.

· social integration and individual independence – children with a disability should be afforded the opportunity to achieve the fullest possible social integration and individual independence, through the provision of appropriate services and facilities.

· consultation – children with a disability should be consulted on their wishes and should participate when decisions are being made about their future.

· partnership - all organisations should work in partnership with parents, with a view to supporting children within families.

· integration of services - organisations should work in a multidisciplinary and multi-agency way, to ensure services are integrated for the child and family.

· representation - children with a disability have a right to representation.

· rights of carers - carers of children with a disability have a right to have their ability to care taken into account, and the right to ask for an assessment of these needs.

Local context

In July 1998, guidance in relation to Children’s Services Planning was issued by the Department of Health and Social Services, the Department of Education for Northern Ireland, the Northern Ireland Office and the Health and Social Services Management Executive, requiring that each of the four Health and Social Services Boards create Children and Young People’s Committees to oversee the production of Children’s Services Plans. 

Under statute each Health and Social Services Board must produce a plan to cover a three year cycle, to be updated annually. The Western Health and Social Services Board’s Children’s Services Plan 1999-2002 sets out the strategic objectives of providing a range of services for children with disabilities, and their families, based on an assessment of need and informed by the requirements of parents and carers. This involves assessing need, reviewing organisational arrangements and developing an action plan for the reconfiguration and/or extension of services.  

population profile of western board area

· comprises of five District Council areas: Derry, Limavady, Strabane, Omagh and Fermanagh and is the largest geographical Board area in Northern Ireland; with a widespread rural population as well as densely populated urban areas.

· highest level of deprivation of the four Board areas in Northern Ireland. It is significant to note that those District Council areas with the highest rates of deprivation within the Western Board also tend to have high rates of disability (Social Security 1999).
· almost one third (86,833) of the population is under 18 years old (NISRA

     1998).

· it is estimated that 3,000 children and young people in the Western Board area have a disability. The numbers known to statutory agencies vary:

Source
Age
No. with 

a disability
Rate per 1000 children 

Policy Planning and Research Unit (PPRU) 1989
Under 16 years
3000
35

Social Security statistics 1999
Under 18 years
2109
24

Western Education and Library Board (WELB) 1999
Under 18 years
1535
18

Western Health and Social Services Board 2000
Under 18 years
920
11

· 43% of children and young people with disability are educated in mainstream schools, 57% are educated in special schools.

· more than half of all children and young people with disability have a 

     learning disability.

· a greater proportion of boys than girls have a disability; 40 per 1000 and 29 per 1000 respectively.

· only 16% of NIPPA early years staff had received training to work with children with a disability.

· disability is not evenly distributed across District Council areas.

District Council area
Rate per 1000 claiming DLA


Under 4 years old
Under 18 years old

Strabane
31.15
29.30

Omagh
23.43
28.61

Derry
20.23
26.50

Fermanagh
18.28
16.18

Limavady
16.40
18.82

WHSSB
21.56
24.47

summary of the main themes, recommendations and suggestions for implementation of recommendations

The main themes arising from the research and the literature review can be grouped under the following headings:

1. Awareness and information

2. Planning and delivery of services

3. Partnerships with children and parents

4. Transition to adulthood

5. Collaboration and co-operative working

Each of the above themes will be explored in terms of:

· Policy context

· Key observations and findings from the research

· Recommendations and suggestions for the implementation of these recommendations against the background of current and future service provision

1. Awareness and information

1.1. Awareness and information – policy

The Chronically Sick and Disabled Persons (Northern Ireland) Act 1978 states that:

· information should be published about health and personal social services provided

· Education and Library Boards shall provide information on provision made at special educational facilities for children who suffer from dual handicaps of blindness and deafness, autism or other forms of early childhood psychosis, or children suffering from severe specific language learning disabilities

The UN Convention on the Rights of the Child 1989 notes that:

· all children and young people have the right to information presented in such a way as to take account of their linguistic and communication needs

The Children (Northern Ireland) Order 1995 requires that:

· all organisations, including social services departments make information about services available to parents of children with a disability

The Education and Libraries (NI) Orders 1986 and 1987 state that Education and Library Boards have a duty to:

· issue a statement explaining the needs and detailing the special arrangements being made by the Board to meet these needs of those children who require a statement of special educational need 

1.2. Awareness and information – key observations

· For the majority of young people having a disability appears to be a problem for other people but not really for them.

· Awareness and attitudes about disability must be improved, both with the public and with service providers. Positive images of disability should be promoted.

· Advice to other children and young people with disabilities includes being confident, speaking up for what you need, and going for what you want in life.

· Barriers to inclusion in society are both physical and attitudinal.

· Integrated school and inclusive play is essential to allow children with disabilities to sample a wide range of experiences and prepare them for the future.

· There is a clear need for more information on the nature of various disabilities and how to deal with the condition and its implications on education and social lives. This should be provided at the time of diagnosis.

· Information on available benefits and services and how to access these benefits and services is rarely publicised, and often not provided.

· On the evidence from the literature, and that of parents/carers and service providers, there is room for improvement in intra- and inter-agency collaboration in the provision of information.

· Voluntary organisations and other parents are good sources of information.

Awareness and information 


Children and young people



Parents




Service providers

1.3. 
Awareness and information – recommendations and   

          implementation

Recommendation No. 1 

Provide disability awareness training for the general public, able-bodied children and service providers.

· The different needs of children with a disability should be explained to both able-bodied children and those with a disability at an early age, perhaps through health education programmes in school. Children should be encouraged to be socially inclusive at school and in leisure activities.  

· Children with a disability should be given confidence and assertiveness training. This would benefit the child in standing up for their right to respect, and also help to change the attitudes of the public.

· General awareness of disability should be increased with the public through, for example, media campaigns, TV actors/actresses etc.

· Training should be provided for those working in services used by children and young people with a disability.

· Access to facilities and services should be improved for those with a disability.

Recommendation No. 2

Provide parents and service providers with the necessary information on conditions and services to enable them to best support children with disabilities. One method would be through the development of service directories.

· The Social Services Inspectorate (1994) recommended that a Disability Information Strategy is produced, publicised and delivered. This should detail the type of information to be provided, format for publication and target audience.
· Information provided by service providers at diagnosis should include: general medical management and potential side effects; social implications and advice on sources of help, including self-help groups; implication, if any, for school and leisure activities; and genetic counselling, if appropriate.  This information should be given to the parents at disclosure but should also be given at a later stage when parents are in a less emotional and/or more receptive state.  The information could be given by any one of a number of professionals such as GP, specialist consultant, paediatric nurse, health visitor, social worker.

· Information about benefit entitlement and sources of funding should be provided. One medium for delivery of this information would be a benefits checklist.

· Information on conditions and services should be available in formats which are easily understood by parents. This should be compiled in consultation with parents and should be easily accessible by all parents/carers of children with a disability, and by service providers from the statutory and voluntary agencies. Helplines are also a useful source of information.

· Information on available services and how to access these services should be positively offered to children and young people, their parents/carers and service providers. Service directories are more valuable than a large number of service specific and un-coordinated leaflets. Service directories should contain standardised information and be interagency, including services provided by voluntary agencies. There are already a number of projects within the Western Health and Social Services Board which are collecting such information. This information needs to be co-ordinated and ongoing and should be made available through a website as well as in the form of a handbook which can be regularly updated.

Exemplar directory and websites: 

Illicit Drug Use in Northern Ireland – A Handbook for Professionals (HPANI 1998) which lists name of organisation, services provided, and contact details and is in loose leaf format to enable regular updating. 

http://www.ukpd.co.uk 

http://www.findsupport.co.uk/disability
2. Planning and delivery of services

2.1. Planning and delivery of services - policy

The Chronically Sick and Disabled Persons (Northern Ireland) Act 1978 requires that:

· the needs of people with a disability are met including practical assistance in the home, transport arrangements to and from home, home adaptations, holidays and help in obtaining a telephone or other special equipment

The UN Convention on the Rights of the Child 1989 provides that:

· children with disabilities and learning difficulties have the right to services and facilities in such a way that they are able to achieve the fullest possible social integration and individual development

The Children (Northern Ireland) Order 1995 provides the legal framework for the provision of services for a child with a disability and seeks to ensure:

· the integration of these services

· the upbringing of children with a disability by their families by providing a range and level of personal social services appropriate to these children’s needs. These must include advice, guidance and counselling; occupational, social, cultural or recreational activities; home help; facilities for, or assistance with, travelling to and from school; assistance to enable the child concerned and his family to have a holiday; respite care and specialist day care services for children under five years old and not at school, and for school age children outside school hours and in school holidays

· Trusts provide services which are designed to minimise the effects of their disability and give them the opportunity to lead lives which are ‘as normal as possible’ 

· children and their families should be helped to benefit from befriending schemes 

The Carers (Recognition and Services) Act 1995 states that:

· carers have the right to have their ability to provide care for a child with a disability and the help they need to provide this care assessed

The Learning Disability Policy (DHSS) 1995 key principles state that services should:

· be based on the assessed needs of individuals, rather than the ability of individuals to fit into existing models of provision

· respond flexibly and sensitively to the needs of individuals and their carers

· be local and accessible

· be prompt, effective, equitable and comprehensive

· concentrate on those in greatest need

The Regional Strategy for Health and Social Well-being 1997-2002 has objectives that by 2002:

· all pre-school children in need should receive good quality early years services

· all those of school age should receive family support services operating out of school hours

2.2. Planning and delivery of services – key observations

Social model of disability

· How a child or young adult with a disability adapts and copes is affected by a range of factors including segregation and integration, opportunities for friendships and policy and practice in health and social care. Therefore, the medical model of disability is no longer acceptable. Policies and practice must be improved using the social model of disability.

Needs of family

· Appreciation of the role their parents and siblings play in helping to meet their needs is high among children and young people.

· Services fail to recognise that children with disabilities are part of a family and fail to plan for the needs of the family as a whole.

· The needs of siblings include: information, explanation and counselling about their sibling’s condition and its prognosis; genetic counselling; protected time with parents; and protected space. The issue of siblings taking on extra responsibilities must be addressed by service providers. 
· The majority of parents consulted in the WHSSB feel they are not receiving the services their child needs.  They report consistently having to fight for services.
· The services perceived as being the most beneficial and most appreciated are often those provided by voluntary services or developed by parents themselves.
· A lot of carers are angry that they end up suffering financial hardship because of inadequate provision or delayed receipt of benefits, aids, adaptations and equipment. 
Provision of services

· Children and young people require input from a wide range of health and social care services – primary care, specialist community services, hospital services, regional services and social services. Arrangements for services vary between service providers; this inconsistent service provision is a major concern among parents.  
· The provision and number of services received appears to be dependent on age, where the child lives, parents’ ability to cope, type of disability and severity of disability. Children under sixteen and children with a severe learning disability appear to receive a better level of service compared with the other children and young people with disabilities.
· The services viewed by parents as being of crucial importance are: counselling, advice and support; domicilary care; respite care; social work; and therapy services.

· Criteria for accessing services is unclear.

· Parents are concerned about the attitudes of GPs and physicians in not taking their concerns seriously.

· Parents in the literature and the local consultation report dissatisfaction with the diagnosis and disclosure process; there seldom appears to be an appropriate level of emotional sensitivity. Parents find it difficult to cope with delays in diagnosis, and situations where there is no diagnosis. There appears to be a lack of counselling, advice and support at this crucial time. Parents who had attended the Little Acorns Project had a more positive experience of this stage.

· The amount of contact with social workers appears to be related to the age of the child and parents’ coping abilities. Many parents said they had no contact with a social worker.

· There is a lack of therapy during school holidays.

· While individual therapists are highly praised, delays in receiving occupational therapy, aids and equipment, physiotherapy and speech therapy are commonplace. 

· Children and young people are dissatisfied with aids and equipment such as wheelchairs and shoes.

· The majority of children with physical disabilities had never received any respite services. Most of the families whose children have learning disabilities had been offered respite care. However, there are concerns about respite care – the quality as well as the range of provision.

· Parents want co-ordination and continuity of services.

· The appointment of a key worker is recommended by all sources: policy, parents, service providers and is recommended as being good practice in the research literature.
· There is a general consensus that major strides have been made in education.

· All schools should offer after school services and summer schemes.

Leisure and transport

· The majority of children and young people are largely housebound, with TV, computers and their family being their main sources of activities.

· The majority of children with a disability want to pursue leisure activities together with able-bodied children. There is a general lack of leisure facilities and activities for children with a disability; however, it was acknowledged that more facilities were available in Sperrin Lakeland Trust.

· There is a lack of suitable transport, especially in rural areas.

Management and funding arrangements

· Health and social services for children with a disability are poorly funded and managed; they are fragmented and delivered across a number of Programmes of Care.

· There is concern over funding i.e. securing/ringfencing of existing monies.
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2.3. Planning and delivery of services – recommendations and   

       implementation

Recommendation No. 3


Services should be planned and delivered using the social model of disability.

· Medical services must not dominate the provision of services to children and young people with disabilities. It must be recognised that it is often the “being made to feel different” aspect of disability which creates problems for the child with a disability. 

· Equipment and aids should not be such that they draw attention to the child. 

· To enable the child to learn interpersonal skills and coping strategies and to experience a variety of experiences parents should be encouraged to support their child’s inclusion in as many peer-group activities as are reasonable. 

· Society needs to accept the efforts of parents to enable inclusion. Inclusion, through friendships, can be facilitated by looking at common interests between children with a disability and able-bodied children, expanding horizons, and having integrated activities e.g. after school activities, leisure time and school time spent with social networks. More flexible school transport should be available so as to maximise after-school socialising.

· Ease of access to all services is a prerequisite for achieving this recommendation; all organisations must revisit their facilities and policies and not discriminate against children and young people with a disability. Regular audits should be carried out on public facilities.

Recommendation No. 4


Services should be planned to take account of the needs of the whole family.

· The stress of caring for a child with a disability could be reduced by establishing good relations with staff, proper planning and co-ordination of services and forward planning to get help with the child and siblings. 

· Therapy and activities to stimulate development should be provided to alleviate disability and the stress of caring for a child with disabilities through nurseries, family centres and in the child’s own home.

· The needs and views of children and young people with a disability must be considered in conjunction with those of siblings and parents. 

· A range of support services, networks and clubs/groups should be available to parents and siblings. 

· The range of difficulties experienced by siblings should be tackled by focusing practical and emotional support directly on siblings, or alternatively via parent. 

· Various forms of respite care services should be available to allow protected quality time with siblings e.g. care assistant takes child with a disability out for 2-3 hours a number of days per week; clubs for siblings of children and young people with a disability.

· Assistance for family holidays and outings should be available.

· Appointments for therapy services should be scheduled to accommodate family need.

· Staff should be trained in dealing with children with a disability.

· Waiting rooms should be located in areas which minimise stress on parents and children. Adequate toys, equipment and facilities should be provided in clinics.

· Transport should be improved.

Recommendation No. 5 

Services should be an integral part of mainstream services for children.

· Children with disabilities should be treated as children first and foremost. 

· Services should be family and child centred. They should focus on the needs of the child, be planned and delivered in partnership with parents and the child, provide care and support for the whole family and empower children, young people and families.

· Service providers need to understand disability issues and what caring for a child with a disability involves. 

· Separate facilities should be available for children and young people with a disability. Currently, many services are provided alongside those for adults; this is not recommended good practice – services should be child-centred and provided separately from adult services.

· There should be a small number of points of entry to services; these should be available and easily understandable to parents and service providers.

· Therapy services should be provided in the most appropriate setting. 

· The design of buildings should facilitate access for children and young people with a disability. 

Recommendation No. 6 

A range of services should be accessible locally: information; counselling; domicilary care; social work; respite care; therapy services; schools; leisure facilities; and transport.

· Services should be community based and locally-accessible. 

· Outreach hospital services should be provided in the community.

Counselling:  

· Support and counselling should be offered to the family immediately following diagnosis.

· Formal support should be conceived and delivered in terms of meeting and supplementing parents’ coping resource needs, thus enabling parents to use the coping strategies that they find work best for them. These include strategies related to the disability, social factors, family related factors, inter-personal factors and factors related to formal agencies. (See Chapter Five in Main Report for coping strategies and resources).

· Exemplar schemes: 
· a Parent Adviser Scheme can positively increase perceived support and family functioning and constructions of their child, themselves, spouses and family relationships. This type of scheme works on the basis of communication and partnerships with the Parent Adviser facilitating the parent’s own resources, enabling them to acquire self-confidence and to help themselves as far as possible (Ref: Davis and Rushton 1991) (Appendix 2 Full Report).
· cognitive-behaviour based intervention programme (Ref. Miller et al 1992) which:

· disseminates medical, educational and resource information, appropriate to the child’s needs, to parents 

· provides appraisal training to help parents distinguish between global stressors and specific stressful situations and between their changeable and unchangeable aspects

· provides coping training through strategies associated with decreased stress such as positive reappraisal and problem-solving

Domicilary care:  

· Health and social care professionals should provide positive involvement to maximise parent’s time with their children. Regular help with “sharing the caring” is required. For example, home laundry schemes, provision of home helps.

Respite care:  

· A variety of flexible, responsive respite care should be provided by social services and voluntary organisations. 

· All forms of respite care must not only benefit the parents but also the child. Parents need to be satisfied that their child is safe and being well looked after and enjoying themselves. Children and young people need a person they can trust and get on with, appropriate activities and company, enjoyable experiences and opportunities to socialise.

· Services should be located closer to home to be acceptable to parents and children. 

Therapy services: 

· Therapy services should be an integral part of education, not an add-on extra.  

· The provision of therapies for children with a statement of special educational need is the responsibility of Education and Library Boards. There must be clear communication with parents on the level of and frequency of therapy required, guidance for carrying out therapies at home, models of therapy delivery and the importance of therapeutic input for the development of the child.  

· Therapy should be regular and frequent, including school holidays. 

· Long waiting lists and charges should not prevent children from receiving the help they need.

· There should be local agreements about the funding, supply and repair of special aids and equipment.  

Schools:

· Parents must be comfortable with their choice of school in relation to their child’s abilities and needs. They should be informed of the range/options/choice of schools. Information should be provided on stimuli/learning materials, their child’s right in relation to education and what home support should be given to the child’s development. 

· A good level of support, resources and support staff should be available to children with disabilities, both in mainstream and special schools.

· Mainstream, advisory teachers and support staff require training and support. 

· The role of support staff is both complex and crucial; the support focused on lessons should be planned between teachers and support staff. Support staff should be employed to help the children and not used as administrative staff. 

· Schools should develop joint cultures between children with a disability and able-bodied children by developing mutual and reciprocal roles and responsibilities for children within the focus of real participation and choice. This will achieve significant levels of acceptance, helpfulness, friendship and social learning through the role model of able-bodied peers in the areas of maturity, self-confidence and independence, development of relationships, behaviour and personal presentation.  

· Exemplar scheme: The OECD/CERI Project (1992) provides case studies on the integration process in seven schools, including one in Northern Ireland (Appendix 2 Full Report).

· Environmental arrangements: all children should have equal access to material, activities and outside play environments.

· Materials and equipment: materials and equipment should be adapted to enhance the abilities of children with disabilities e.g. paintbrushes with thicker handles for children with reduced motor control.

· Curriculum: the curriculum should adopt a ‘whole person’ model. It should be balanced in terms of academic skills and knowledge and personal and social development. Independence should be encouraged to facilitate the transition to adult life.

· Statementing: all pupils should be assessed and a statement of special educational need provided as appropriate. This statement should be provided within 18 weeks and should be developed with the involvement of children, parents and all relevant organisations. It should include details of each of the child’s special educational needs, the special educational provision considered necessary to meet these needs, and the arrangements for monitoring progress. The statement should be reviewed annually; this should be with active involvement from the parents. It should indicate the progress made, as well as indicating whether that progress reflected the child’s potential.  The special provision required for the child should be reviewed and fresh targets set for the coming year.

Leisure facilities: 

· All local District Council areas should have a policy on disability or employ a Disability Officer. 

· All staff should be trained on the issue of disability and their attitudes to children with a disability.

· Information on the availability and access to leisure services should be provided to all service providers.

Transport: 

· Parking spaces should be wide enough to allow access for wheelchairs and should only be used by people with a disability.  

· School transport should be punctual, pick-up points should be suitable and long travel times should be minimised.

· Transport should be improved, particularly in rural areas.

· Buses, including school buses, should accommodate disability through the use of ramps, wheelchair lifts, wheelchair restraints etc. 

· Exemplar scheme: the Bridge Accessible Transport scheme in the Londonderry area. 

Recommendation No. 7

Develop specialist multi-disciplinary community teams for children and young people with disabilities.

· Every child and parent should have direct access to a Child Development Centre (CDC).  These should undertake joint assessment, adopt a child-centred approach, recognise the central position of the parent, and adopt an integrated model of service provision which eliminates the barriers between the medical, social and educational divisions. Core staff of a paediatrician, psychologist, social worker, a member of each therapy discipline, health visitor, play specialists, community mental health nurse and community children’s nurse should be available. Teaching services and a child psychiatrist should be involved, or closely linked to the CDC. 

· Specialist social services which take a holistic view of the needs of the family with a child, and are not geared towards crisis intervention like generic teams should be available. (Ref: SSI 1998) (Appendix 7 Full Report for list of points to consider when changing structures). 

· Community paediatric nursing services should be extended throughout the WHSSB area to provide ‘experts’ in the field of disability and paediatric nursing. These nurses  can provide a valuable service through the provision of complex nursing in the community, and training other professionals and/or parents to care for the child at home. Such schemes are already in operation in other Boards in Northern Ireland. 

· The commissioning and provision of services to children takes place in eight of the nine Programmes of Care. This leads to fragmentation of services and should be minimised.

· Exemplar schemes: 

· New arrangements in Sperrin Lakeland Trust, an example of community staff from physical and learning disability working together in one Team

· Little Acorns Project

· Learning Disability Team 

· Virtual Children’s Directorate with responsibility for the co-ordination of services across Programmes of Care in Down Lisburn Trust (Ref: Monteith and Cousins 1999)

· Co-ordinator of Children with a Disability accessing services across three Programmes of Care in Craigavon and Banbridge Trust (Ref: Monteith and Cousins 1999)

· Centre based services in Royal Devon and Exeter Hospital (Ref: Russell 1990) (Appendix 2 Full Report)
Recommendation No. 8

Review existing respite care options which are available and encourage the development of flexible services.

· Respite care should be flexible, regular, accessible, safe, beneficial and  

     happy for the child, be available for pre-school children, be available 

     after school and during school holidays.  

· Staff providing respite care should be trained in disability.

· Care options should include informal networks of extended families, day care or other pre-school educational provision, home-based respite services such as carers schemes (e.g. Crossroads, Extracare), Host Family Schemes, family placements and private fostering, holiday play schemes, nurseries and childminders, after school and holiday schemes and adapted holiday accommodation.  

· Host family schemes appear to be popular with parents in the Board area, provided they have the appropriate facilities to care for children with disabilities.

Recommendation No. 9 

Ensure there is an appropriate range and mix of professional staff inputs available to families in the community and that a full range of therapeutic services are accessible.

· GPs need training in order to undertake their key role of identifying disabilities and ensuring referral to appropriate services. They must learn to take parents’ concern seriously and recognise that parents know their child best.

· Speech therapy, physiotherapy and occupational therapy should be available in the community, school and home, as appropriate.

· Gaps in therapeutic services should be addressed; children with physical disabilities, and those children with a learning disability which is not classified as severe should also receive therapeutic services as required. The new regional register of children with a disability should help to identify these children.

· The WHSSB should consider undertaking a review of PAMS services to ensure that all PAMs groups are providing equitable services to children with disabilities in the areas of finance, staffing and access to services. Deficiencies should be addressed through employment or redeployment of resources.

Exemplar studies: 

Study of Therapeutic Professions Allied to Medicine, Northern Health and Social Services Board, 1995 

Report of the Survey Findings of Therapy Input to Children with Special Educational Needs in Northern Ireland, DHSSPS, 2000.

Recommendation No. 10

Reduce waiting times for therapy services and aids and adaptations.

· Accurate, regular information should be available on waiting lists for therapy services. This should detail waiting times for assessment and for treatment. Areas where waiting lists do not meet Charter Standards should be prioritised for corrective action. Waiting lists should be closely monitored by locality.

· A contract should be drawn up between the Northern Ireland Housing Executive and occupational therapy services. This should detail assessment and delivery times for aids and adaptations.  

· An audit of all aids and adaptations should be undertaken, with the view of registering items of equipment, their location and date for return, where appropriate. Necessary equipment should be purchased on the basis of need. 

· A one-off budget could be set aside to reduce waiting lists for PAMS services. 

Recommendation No. 11

Implement key worker scheme.

· All families with a child with a disability should be provided with a key worker who would provide information, co-ordinate services for the child and family, and be an advocate for the child and family. Initially it may be necessary to prioritise which families receive the service of a key worker to ensure the maximum benefit is achieved from such a service. It would appear that the most crucial stages in the life of the child with a disability are at the time of diagnosis and at transition to adult services.

· The key worker could be from any of the service provider professions, although it should be remembered that when the key worker is also a service provider it can cause difficulties between the different roles. In addition, health visitors generally only work with pre-school children.

· Key workers must be allocated adequate time to effectively undertake the role, have replacement cover, be adequately trained and supervised. 

· The effectiveness of the relationship between the child, parents and the key worker should be reviewed regularly with parents and, if necessary, a different key worker allocated.

· Exemplar schemes:
· Appendix 8 Full Report provides advice on setting up a key worker service (Ref: Mukherjee, Beresford, Sloper 1999).

· Model of care management for elderly. 

3. Partnerships with children and parents
3.1. Partnerships with children and parents - policy

The UN Convention on the Rights of the Child 1989 obliges:

· health professionals to seek a child’s opinion before taking decisions affecting her or his future

People First: Community Care in Northern Ireland in the 1990s introduced care management which aims to:

· actively involve service users and their carers in the assessment of their individual needs and in decisions and choices about how these needs should be met

· ensure high quality services using the intrinsic value of consumers’ opinions

· include users and their carers’ active participation where possible

The Disabled Persons (Northern Ireland) Act 1989 created the right to:

· representation for people with a disability

The Children (Northern Ireland) Order 1995 places emphasis on:

· partnerships with parents 

· listening to children and involving them in planning their futures

The Education and Libraries (NI) Orders 1986 and 1987 state that Education and Library Boards must:

· take account of the wishes of parents when deciding whether to place children in mainstream schools

· work closely with parents throughout the process of making additional provision available at mainstream schools

The Learning Disability Policy  (DHSS) 1995 has a key principle that:

· the quality of services should be measured by the extent to which they provide privacy, dignity, independence, choice, rights and fulfillment

3.2. Partnerships with children and parents – key observations

· Parents want a co-ordinated approach to service provision based on partnership.

· Perceived social support is often more predictive of how well a parent copes than actual social support. It is important to build relationships with parents and treat the family as equals.

· Social and medical professionals and parents with similar experiences of disability can work together to help significantly in the process of coming to terms with disability.

· Services should work with children and parents rather than doing things for them.

· Consumer involvement in the planning and delivery of statutory services appears to be ill-defined and underdeveloped.

· Consumer involvement is more developed in the voluntary sector, leading to improved targeting of services and value for money.

· Parents and service providers believe parents should be asked to attend multidisciplinary case conferences with an advocate or key worker for support.

· Parents are strong and knowledgeable advocates for their child.
· Children and young people want service providers to use more creative methods to find out their needs; formal meetings are intimidating to those outside the ‘system’.

Partnerships with children and parents 


Parents



Partnerships with children and parents – service providers

3.3. Partnerships with children and parents – recommendations and 

       implementation

Recommendation 12

Service provision should be designed and delivered with the active involvement of children and their families.

· A sensitive and comprehensive assessment of need should be conducted openly, in partnership with the child and their parents.

· There must be mutual respect  and recognition that the family is constant in the child’s life, while services and personnel fluctuate. Service providers must also recognise the degree of stress parents work under.

· Care plans, drawn up in partnership with the child and parents, should state what service providers hope to achieve and identify what is expected of professional staff and parents.  This will help parents to be realistic in their expectations of services provided and the optimum level of achievement for their child.
· Exemplar scheme: KIDS Family Centre (Ref: Dale 1992) (Appendix 2 Full Report). This is a charitable organisation with a mixed-multidisciplinary team which works in a transdisciplinary manner, in that each member carries out the same kind of work but with some differences in their overall responsibilities and skills.  A key feature of the scheme is that parents have the right to select services and forms of intervention for themselves and their child.  Parental participation ranges from receiving advice and support to being active in teaching activities or contributing members of the consultative committee.  
· Parents have two main roles in education: how to teach their child everyday skills and help in managing difficult or disruptive behaviour. 
Exemplar scheme: Portage Home Teaching Model (Ref: Cameron 1989)

Recommendation 13

Monitor and evaluate the quality of services, including using consumer representatives in a meaningful way.

· Identify funding required and set aside a designated budget for promotion of consumer involvement at all levels.

· The Review of Children’s Services Plan 2001 states the commitment of the Children with a Disability Sub-Committee to develop more meaningful ways of involving children and young people in its work. This Sub-Committee should develop a specific policy statement for consumer involvement, taking account of the issues of training for both children and young people and service providers.

· Parents, children and young people, service providers and managers should have regular dialogue.

· Children, parents and service providers should be trained together. There is a need to develop active listening skills for all parties.

· Plan ahead for longer lead-in times for consultation and meetings. In preparation for meetings information should be prepared in suitable format, and the venue should be acceptable to all parties in terms of access and support. If necessary the information and options for locations should be discussed before the meeting. Voluntary organisations could provide beneficial advice and support in this area. There should be equal numbers of users, parents and planners at meetings.

· Service users should be offered training in assertiveness and confidence building to enable them to fully participate in consultation and meetings and to support them to make informed decisions. Voluntary organisations have a useful role here.

· Exemplar schemes:

· DoH People First Training Courses (Ref: Philpot and Ward 1995)
· Children and Young People’s Forum at local and area levels.  This should be intersectoral with young people and parent representatives. This Forum can be a vehicle to inform planning and delivery of services, to promote local partnerships, to facilitate co-ordination and integration of services, to develop a communication and consultation strategy and to identify and share good practice.

Recommendation 14

Promote advocacy for people with disabilities.

· User representatives on ongoing committees.

· Special user forum with members from self-advocacy groups, who are already experienced in talking about specific issues.

· Advocacy should be facilitated where feasible by voluntary organisations.

· Self-advocacy 

Exemplar scheme:

The People First Cardiff and Vale Self-advocacy Group (Ref: Ward 1998)

(Appendix 2 Full Report). 

4. Transition to adulthood

4.1. Transition to adulthood – policy

The UN Convention on the Rights of the Child 1989 makes provision:

· for children and young people up to the age of eighteen years

The Disabled Persons (Northern Ireland) Act 1989 requires:

· Health and Social Services Trusts to assess young people with disabilities, at the time they leave school, for a range of welfare services

· the giving of appropriate advice about matters such as employment and further education

· Education and Library Boards to notify the relevant Trust at the time of the first annual review of a statement following the child’s 14th birthday, or at a time of a reassessment after that birthday, whichever is earlier, to allow Trusts to consider the young person’s needs for social services after they have left school

The Disability Discrimination Act 1995 includes a requirement that:

· employers make changes that will facilitate improvement for disabled people

The Children (Northern Ireland) Order 1995 recommends:

· Trusts work closely with the youth service, schools and colleges in order to ensure arrangements are understood and new needs identified

· assessment takes account of the needs of the parents and young person

· assessment takes account of the wider personal and social health, educational, vocational and educational abilities and needs of the young person

· Trusts should recognise the importance of relationship building and the need to assist young people to develop friends and contacts in local communities

The Code of Practice accompanying the Education (NI) Order 1996 states that:

· the Transition Plan should consider “what information does the young person need in order to make informed choices”?

The Strategy for Learning Disability Services in the West 1996 recommends that:

· a structured Transition Plan is developed with the appropriate agencies for teenagers; this should be needs-driven and person-centred 

The Social Care Review for the WHSSB 1998-1999 states that the Board wishes to ensure:

· the maximum possible choice is provided for people in respect of housing or residential accommodation

4.2. Transition to adulthood – key observations

· There is a lack of partnership between education and health and social services when it comes to dealing with additional problems around adolescence. Holistic services are most likely to provide the greatest quality of life.

· The main input at the time of transition appears to be from Education and Library Boards.  Social work input appears to be limited.

· Programmes and resources that have previously been available disappear and assessments are no longer automatically available. Often young people are still using inappropriate aids and equipment issued at school.

· At the time of transition children often get lost between the stools of children’s services and adult services.

· Young people are not sure why speech therapy and physiotherapy services stop at transition to adulthood.

· A key worker is particularly necessary at the transition period.

· Young people need emotional support to make choices and exert as much responsibility for themselves as possible.

· Access to peers and local support groups is important to young people.

· Parents are often in need of emotional support during their child’s transition to adulthood. They are almost unanimous in their concern for their child’s future, and what will happen when they are no longer able to care for them.  They also need support to ‘let go’.

· Young people with disabilities face a number of barriers to employment: prejudicial attitudes, financial disincentives created by means-testing of personal assistance, lack of transport and/or inadequate access.

· Skills loss or gain appears to be related to living environment (Ref: Sinson 1995) (Appendix  5 Full Report).

Transition to adulthood – service providers



4.3.Transition to adulthood – recommendations and implementation

Recommendation 15

Ensure adequate planning and delivery for transition to adult services – vocational and/or social support.

· Careful assessment and ongoing planning for post-school provision.
Exemplar schemes: 

· Joint Exceptional Needs Initiative (JENI) in Hampshire have produced a full set of policies covering the seven stages from childhood to adulthood (Ref: SSI 1998) (Appendix 6 Full Report).

· Young adult team in Leeds Community and Mental Health Services NHS Trust – a service for adults up to the age of 25 years, focusing on the transition from adolescence to adulthood (Ref: NHS Executive 1998).

· Referral pathways should be agreed between multidisciplinary teams, with a small number of easily understood points of entry to services.

· Resources need to be increased during the transition to adulthood to cover all stages from childhood to adulthood.

· Planning of services should take account of the possibilities of assisted independence, the development of life skills and the creation of real options for young people and families.

· social work and support must be provided to recreate lost family and friendship networks.  This must be sensitive to changed lifestyles and real anxieties.
· citizen advocates to establish relationships with those who are at risk of being marginalised to help them exert control over their lives.  They can also help parents to ‘let go’.

· a range of accommodation should be available including ordinary or adapted council housing, a housing association tenancy, independent living schemes, care attendant schemes, residential provision.
· maximise opportunity for employment. Supported employment can act as a link between school and job by assisting in the adaptation to the social, interpersonal and work demands of the job site.  Encourage employers to be aware of disability and provide suitable facilities. 

5. Collaboration and co-operative working

5.1. Collaboration and co-operative working - policy

The Children (Northern Ireland) Order 1995 seeks to ensure:

· integration of services for children with a disability

· other services co-operate with health and social services departments in fulfilling their duties under the Order

The Education and Libraries (NI) Order 1986 and 1987:

· make critical connections between education and social services in respect of younger children and those approaching school leaving age

· require Health and Social Services Trusts to contribute medical and social services advice when an Education and Library Board is carrying out an assessment of the child’s special educational needs, and are responsible for the provision of relevant services where the child is under the age of two years

· links educational and social needs together in respect of younger children and those approaching school leaving age

The Education (NI) Order 1996 states that:

· Health and Social Services Trusts have a duty to inform Education and Library Boards of any child who has not attained the lower limit of compulsory school age who might have special educational needs

People First: Community Care in Northern Ireland in the 1990s requires:

· all agencies and professions involved with the individual to be brought into the assessment procedure as appropriate

· close collaboration between hospital teams and those responsible for co-ordinating assessments for care management

5.2. Collaboration and co-operative working – key observations

· The needs of families get lost in the confusion and complexity of roles and responsibilities of different professionals and organisations.
· There must be a holistic approach to service planning and service provision.

· Partnerships between statutory and voluntary agencies appear to be limited.  Links appear to be strongest between social services and the voluntary sector.

· The voluntary sector recognise that Trusts appear to be more aware of their statutory responsibilities and are more open to approaches for funding of services through partnership arrangements.
Collaboration and co-operative working – parents





Collaboration and co-operative working – service providers




5.3.  Collaboration and co-operative working – recommendations and     

        implementation

Recommendation 16

There should be active collaboration and co-ordination of services between and across all provider agencies.

· There should be joint policies, strategies and operational arrangements. Each agency should nominate a person, with sufficient seniority to make decisions, to sit on a strategic planning team for children with a disability. 
· Together, agencies should develop an effective register of children with a disability. These can help prevent fragmentation and duplication of services. 
Exemplar scheme: Using register as a planning tool in Newham (Ref: SSI 1998)

· There should be joint assessment and care plans. A common definition and method of assessment should be agreed between professionals. For assessment, and delivery and review of care Child Development Clinics can play the role for the younger child, provided they adopt a child-centred approach, recognise the central role of the parents and accept the social model definition of disability. For older children, their school could provide the point of contact, especially as they are already carrying out an annual review of every child with a disability.

Exemplar scheme: Joint assessments in Hertfordshire (Ref: SSI 1998)

· There should be multi-agency training for professionals.

· The need for aids and equipment should be jointly assessed and funded. 

· Respite care should be shared between health and social services, education and the voluntary sector.

· There should be integrated information on services and access to these services, for example, through a multi-agency service directory available on the web, as well as in the form of a handbook.

· There should be shared care between primary care and hospitals, with delineated clinical responsibility. This could be enhanced through helplines for parents, emergency paediatric clinics, a 24 hour help line by paediatricians for GPs, and the production of progress reports by GPs prior to repeat outpatient appointments.

· Health and Social Services Boards and Trusts should stimulate multi-agency initiatives in relation to physical access to services.

· Statutory organisations should work with voluntary and community groups to provide services. This should include innovative use of funding, and consultation in monitoring and evaluating services.
Recommendation 17

Strengthen the links between Health and Social Services, the Northern Ireland Housing Executive, Education and Library Boards and the voluntary sector.

· There must be improved communication on the population of children with a disability – numbers, nature of disability and distribution; information on services; and good practice.

· There must be clarity on roles and responsibilities e.g. Education and Library Board is responsible for providing speech therapy for children with a statement of educational need.

· There must be direct communication between school staff and the child’s health and social care professionals for all children with a disability, not only those with a statement of special educational need.
· Health and social services staff and education staff should adopt a multidisciplinary approach to assessment and the resolution of problems.
· Statutory services need to be more receptive of the environment in which voluntary services exist. They should view the voluntary sector as co-service providers by promoting voluntary services and providing information on points of contact.
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“Just be yourself – be proud of who you are”





“Just be yourself; never worry about what anyone else is saying”





“Speak out more about what you need – if you got the courage to speak up about something, 9 times out of ten someone would actually help”








“I do not want to be made to feel different” 





“People should take time to get to know us.  People see us, see our faces whatever and think “he’s handicapped”. But we are not handicapped on the inside”





“A lot of TV programmes don’t have people with disability on them or if they do it is only tokenism.  There should be more disabled on TV – if people could see us more often they might get used to us”





“ There should be more disability awareness – everywhere, in the schools, the colleges.  People don't seem to be aware that our needs are the same as everyone else. They make it more difficult for us”








“My child is now 12 and I am still not aware of all services that are available – there is nothing written down, you hear of something and you have to go enquiring”





“Other parents are a good source of information”





“Put all the service information on the internet”





“Professionals need training on dealing with people – some professionals are not tuned into the needs of children with disabilities”





“Shame and embarrassment by his behaviour – I didn’t know that was part of the disability”





“Disabled don’t have to be kept in cotton wool”


 


“They long to be treated as normal”








“Most families find out about services by luck”





“Need more information on who does what – even for professionals”





“Why are social workers not more proactive in giving out information”?





“There is a great need for education on disability, and how to communicate for all professionals – at all levels”














“I see a speech therapist twice a week. She is very good to me”





“There is an organisation called respite care … I never got to it and it was wild stress for my parents always looking after me when I was young”





“I got a wheelchair from social services… it was a heap of scrap… so I go a new electric one… through…. my dad fundraising”











“My school was not aware of my needs – not enough practical help and not enough time for me”





“School was great – everyone was so kind and helpful”





“I didn’t  have a classroom assistant but I feel if I had some extra help at high school I might have come on a lot better”





“I just tell the teacher but they keep doing it to me, they call me names….. and I tell my mummy about this every day”





“Cannot go out – places not physically accessible – cannot get up steps”





“I race around the shopping centre in my wheelchair”





“I don’t do a wild lot – its difficult to get around”





“A lot of streets … difficult to use with a wheelchair”





“ A physio came to school once a week – this was a good service”





“I see a speech therapist two times every week. She is very good to me”








“Cannot get to anything in my area because I live in the country and there is no bus service into Omagh at that time of the evening. I can’t really afford a taxi in and out”





“I am on the bus for ages before I get to school”





“It is a mistake to have separate things for children with needs”





“I go to the Share Centre for one week holiday and I love it”








“The most stressful thing about having a disabled child is dealing with the services”





“Parents have to instigate contact, in my experience all help is parent led – if you don’t ask you don’t get”





“Some services seem to work automatically like the school system – you have choices and you can get help to make a decision.  Other services are like a maze or battleground"








“Why do you get respite care if your child has a certain disability and you don’t get help with another child with a different disability even if you are under a lot of stress”?





“I have found the host caring very useful”





“This service is not flexible to the child’s or parent’s needs” (respite care)





“There is very little after school care”





“This awful news was made more difficult by the attitude of medical staff in particular and the lack of support and information”





“Its great to go to one place where you see all the right people in one morning”  (Little Acorns Project) 





“Who makes the criteria? I was told in one place (hospital) I would get help. I went to the other place


(social services) and I was told he didn’t fit the criteria”





“He does not receive physio during the holidays and we are given no information on working with the child at home during holidays”





“What does a social worker do?  How often is it acceptable to call her without appearing over-anxious”?





“If you get a good statement of need it meets the needs”





“I felt our views were overlooked in the statement”





“I would like clarification on the role of classroom assistant”











“At the hospital there is no facilities…staff can’t cope… the child gets distressed… I get uptight…there should be separate clinics for these children”





“Musgrave Park have got a great waiting area for children and the staff are A1”





“Assessment by OT and length of time to wait for equipment to arrive is too long”





“We have found it was quicker to get equipment that she needed through the Family Fund than through the Trust”





“I am aware they are short staffed” (speech therapy)





“Her speech therapist is just brilliant – she is making such progress since she started with her”











“More funding appears to be available for child protection and foster care but not for children with disability”





“There is a lack of respite, little after school provision, not enough therapists, no counselling, our caseloads are too high – do you want me to go on”?





“Services for children are currently split across too many Programmes of Care”





“Aware of a large number of children who are not able to avail of any Programmes of Care because they do not fit criteria, but do need services”





“It seems that voluntary groups are picking up the pieces of poor management”





“Parents are penalised for choosing mainstream because then the kids don’t get enough therapies”


















































“There is onus on the Trust to provide resources under the Children Order but there appears to be no changes in resources”





“The system cannot cope with all children with disability – only those who absolutely need services” (social services)





“What happens to the children with a mild or moderate learning disability”?





“What happens to other children whose parents say nothing”?





“There is very little respite provision for those with physical disability”








“Pre-school provision is really improving  for children with a disability”





“I heard that children in mainstream do not receive as much therapy”





“He was a very bright child but he was placed in a local special school that didn’t meet his educational needs”





“Very poor transport in rural areas”





“School buses – driver and helper very good with children”





“More improvements needed in general” (leisure facilities)
































“I sometimes feel isolated dealing with children with special needs – there should be more support” (teacher)





“All schools should offer after school care/respite”





“I know of different parents waiting on an OT, who are still carrying large children up and down stairs”





“Too much bureaucracy” (social security) 





“The voluntary sector have been very proactive in developing services with parents”



































“He does not receive physio during the holidays and we are given no information on working with the child at home during holidays”





“I felt our views were overlooked in the system” (statementing)





“Our daughter’s statement was changed without our consent: the first we knew she was going to a different school was when a letter about her uniform arrived”





“You need to be able to talk to people in authority on the same level as yourself”








“Multi-disciplinary meetings – if parents are not there then their views are overriden – how can you discuss things through a questionnaire?” (paediatric multi-disciplinary meeting)





“I would like to go to the multi-disciplinary meeting. I have a list of things I would like to know about”





“I was at one of those meetings – I thought all parents went to those”








“Parents have no voice”





“Professionals must work with parents”





“A  year and a half after the Children’s Services Plan was set up, representation of parents and young people is very poor”





“You would get involved if you thought you were going to get something out of it”





“Let them know the importance of allowing parents  the opportunity to liase without appearing over anxious”





“We need an advocate – someone who will tell you from the beginning … someone who will emphasise parenting  …. recognise reasons for some parents being aggressive”





“We want them to listen and understand and give appropriate help” (professionals)





“Some parents felt that social workers should come along to the clubs on a regular basis to hear what the needs and problems were”





“Could partnership provide go-between advisers on issues to advise providers on disabled users’ opinions”?





“ The voluntary sector has been very proactive in developing services with parents”





“Need to treat families as equals”





“Assertiveness training  for parents”





“Need for parents to be more involved in making decisions about their own child, including at multidisciplinary meetings”





“Parents should be asked to attend multidisciplinary case conferences with an advocate or key worker for support”





“Need parents to help plan the services in general”





“Important to build a relationship with parents and treat the family as equals”





“Professionals should go to support groups – although sometimes this can be a negative experience for professionals as it can turn into a nagging session against professionals”





“This is a traumatic time for parents when their child leaves school, especially if their child is in a special school”





“No speech therapy once young people reach 19, have identified this as a need for the last 7 years – but still no post funded”





“Physio – priority is…  also.. on children when they are young, service seems to dry up when they reach adulthood”





“Great demand for daycare  places for young adults leaving school - daycare unable to meet demand”





“Definitely a lack of communication between certain professionals about services – many of them don’t know what is available in their own organisations, never mind what services are offered by the voluntaries”





“From my experience co-ordination between the services is better and I have been getting a lot of help”
























































”





“Then family have to deal with the grants office, the OT, another assessment by the Housing Executive, builders, get quotes, make their own arrangements for temporary accommodation while work is being done.  How is the Children Order applied here”?








 “A more multi-disciplinary approach to disability including input from the voluntary sector and parents”








“All children should be under one service and have their needs reviewed regularly with their family”





“I think one group needs to be responsible for the housing needs of children that are disabled – the way it is organised just now there is too much red tape and waiting”





“Improve communication between services”





“What about joint funded advocates – promote links between services”?





“Sort out the housing adaptations fiasco”





























“Education takes on responsibility for reviewing children on an annual basis once the child has a statement.  This means that approximately 1500 children are discussed every year in this setting.  This forum could provide an ideal opportunity for discussing the child in a more holistic manner – to look at other services required by the family – they already fill in a form on what other services they are receiving for the child”





“Why is speech therapy not the schools responsibility – why is it based with health?  It seems to be an historical thing rather than a logical thing”





“Poor communication between hospitals and social services”





“I work for the Housing Executive, but I can understand the users’ point of view.  We should be more proactive – we should provide families with someone to help them co-ordinate the work”











“Services for children are currently split across too many Programmes of Care, all should be under one directorate for children as many children are getting lost in the system or not even in the system at all”





“Why is there a split in service provision between the paediatric service and learning disability”?





“Present early years provision for children with special needs is very much segregated with each authority (social care and education) making separate provision for individual children”





“Through our own work with the early years we have found that lack of liaison and any form of co-ordination frequently causes an overlay – resulting in many parents feeling overwhelmed and confused by so many experts calling and offering well meaning advice”
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