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Chapter 1

Introduction

1.1 Background

New Zealand’s history of providing special education support for children and young people with disabilities stretches back to the late 19th Century. In the intervening years New Zealand’s belief in an egalitarian society has been combined with an increasing international awareness of human rights and disability issues. A significant outcome of such thinking has been the development and implementation of the Special Education 2000 policy.

Specifically the needs of children and young people with physical disabilities have been recognised since the Education Act of 1914. The advance of medicine since then has meant that many more children are surviving their early childhood years and their disabling conditions cover a broad spectrum of need.

The role of the physiotherapist and occupational therapist in special education settings was first formally recognised by Dr Earl Carlson who visited New Zealand in 1948 at the invitation of the Government and Crippled Children’s Society. His recommendations led to the setting up of special schools and units whose focus was the education of children and young people with physical disabilities. These centres continue to provide support for some students but an increasing number are now educated in their neighbourhood schools. Traditionally students whose primary diagnosis was intellectual disability were not entitled to receive occupational or physiotherapy support, regardless of the fact that many of them also had an accompanying physical disability.

The provision of physiotherapy and occupational therapy for students with physical disabilities continues to be an important component of any support programme and funding for these services is provided through the Moderate Contract for Students with Physical Disabilities (the Moderate Contract) and the Ongoing and Reviewable Resourcing Scheme within Special Education 2000.

In 2000 in response to growing concern about issues relating to the new policy the Labour Government announced a review which was undertaken in the first half of that year (Wylie, 2000). In her final report Wylie raised a number of issues relating to the delivery of physiotherapy and occupational therapy services, particularly the costing of therapy services, the need for benchmarks of good practice, and an analysis of the effectiveness of programmes for students with physical disabilities. She stated;

…to make these judgements, we need some thorough studies of actual practice and outcomes, both short and long-term (p77).

To this end, the Ministry of Education’s Reference Group for Students with Physical Disabilities (the Reference Group) commissioned a team from the School of Education at the University of Otago to design a research programme investigating current provision, and integrated effective practice service provision for students with physical disabilities in the compulsory school sector.

This section of the report outlines the background to the commissioning of this scoping project by:

· describing changes in special education policy (SE2000) and their influence on services for students with physical disabilities

· outlining the origins and aims of the Reference Group

· discussing key issues around service provision for students with physical disabilities identified by the Reference Group

· explaining the impetus for the research programme and its objectives; and

· setting out the aims of the scoping project and its relationship to the research programme.

1.2 Background to the Scoping Project

1.2.1 Special Education 2000 and Services for Students with Physical Disabilities

Special Education 2000 (SE2000) first began in 1996, with a progressive implementation from then until 2000.  The policy provides resourcing options and initiatives for early childhood centres and schools.  This is used to provide education support for children and young people with special education needs.

SE2000 represented a radical change to the way resources for children and young people with special education needs are distributed.  However, there are ongoing issues around resourcing for particular groups of children and young people with special educational needs. One of these groups is students with physical disabilities.

The New Zealand context is unique and models of practice also need to reflect the “uniqueness” of Special Education 2000.  The model of providing occupational therapy, physiotherapy, and speech language therapy for students with physical disabilities and multiple disabilities regardless of education setting and geographical location is new and there is little precedent or “benchmark” information for the SE 2000 model. Additionally, there is an increasing interest in “alternative” therapy/education for children with physical disabilities. Consideration of these approaches demands an understanding of the components of effective practice. 

1.2.2 The Reference Group for Students with Physical Disabilities

The Ministry’s Reference Group for students with physical disabilities comprises a range of experience (parents, professional, and sector groups) and brings together a wealth of perspectives.  It was established in August 2000 and takes up the role of a previous reference group for students with physical disabilities.  This earlier reference group had an emphasis on short-term transition during the change in funding from units and special schools for students with physical disabilities to the resourcing framework of Special Education 2000.  However, to respond to the ongoing and longer-term issues for service provision for students with physical disabilities, the Ministry of Education convened the new reference group to discuss the needs of students with physical disabilities.

 The terms of reference that guide the work of this group are:

The activities of the group will be consistent with the principles of the Treaty of Waitangi relevant to social policy – partnership, participation and protection.

The group will:

· Provide advice to the Ministry of Education on policy affecting education provision for children and young people with physical disabilities

· Advise on development of information for children and young people, their families/whanu, and service providers

· Promote and support robust research into effective integrated teaching, learning and therapy practices so that children and young people with physical disabilities successfully overcome barriers to learning and develop their potential to participate effectively in life

· Make recommendations for implementing the outcomes of the research

· Provide advice on future training and on-going professional development requirements for people working with children and young people, with physical disabilities in the education sector.

1.2.3 Students with Physical Disabilities

The Reference Group has identified a set of key issues related to service provision for students with physical disabilities.  These fall into two broad groups – inter-sectoral and transition issues and workforce issues:
Intersectoral and transition issues

· There are varying views/models for education/intervention/therapy/practice in health/education –what is/are the optimal model/s of service provision for students varying levels of special educational needs and physical disabilities?

· There are concerns about the fragmentation of services across health/education/ACC.

· Students with physical disabilities are served through a variety of strands in Special Education 2000: Ongoing Resourcing Scheme, moderate contracts; and to a smaller extent, the Special Education Grant; what are the overlaps/gaps with these service models? 

· There are transition issues between early childhood education; schooling; and post-compulsory schooling.

· There are concerns that it is not possible to meet students’ needs within the current funding regime.

Workforce issues

· Occupational therapists, physiotherapists, speech therapists, and other professionals work with students in schools with the purpose of contributing to educational outcomes for students, and are employed by Boards of Trustees (BoTs) and specialised service providers.  More information is needed about the expected role of therapists in schools, as some BoTs, and others, are relatively new employers in this area. Regardless of employer, geographical location and school setting there is need for a wider understanding of everyone’s roles (teachers, therapists, teacher aides, special education advisers, etc).

· Issues around pre-service training;

· Questions about ongoing professional development;

· Recognition of the need for peer review and professional supervision;

· Career paths/pay structures (including disparity in contracts for physiotherapists and occupational therapists working in schools);

· Use, training and supervision of teacher-aides; role clarity between therapists and therapy assistants, teachers and teacher aides.

1.2.4 The Need for a Research Programme

With the identification of these issues, and given the new SE2000 resourcing framework, new protocols on inter-agency roles and responsibilities, and the uniqueness of New Zealand’s SE2000 policy, the Reference Group recognised a need for better information around two key questions:

1. What is the current range and level of services to overcome barriers to learning for students with physical disabilities in New Zealand?

This would include an analysis /assessment of the characteristics of current users and perceived “unmet” need?

2. What would coherent and effective models of service delivery for students in the compulsory school sector with physical disabilities look like?

The focus here is on what integrated models of effective practice would look like, with the student placed at the centre of such models.  These integrated, seamless models would:
· look at the spectrum of services provided across home/school, health/education/welfare/ACC settings
· reflect a holistic view of outcomes, focusing on life outcomes rather than disability per se, with appropriate identification of intermediate outcomes
Effective models of service delivery would also take account of geographical location and the context within which schooling took place.
1.2.5 Aims of the research programme

The Reference Group has defined the aims of the research programme as: 

· providing a picture of current provisions and any gaps in that provision;

· providing information on models of effective practice appropriate to the New Zealand context (but drawing on local and international information);

· providing benchmarking information about effective practice to students, parents/whanau, service providers, funders and policy makers. This will inform policy development and resourcing decisions; influence training of teachers, therapists and support staff, enhance service delivery; enable informed choice for students, parents/whanau, and overcome barriers to learning; and

· “testing” the efficacy “on the ground” of service provision models defined as effective. 

Specifically, the research programme is intended to answer the following questions around current provision and effective practice as illustrated in Table 1:

The intended audiences for the results of the research programme include: parents; policy makers; professionals - educators (early childhood education, primary and secondary), therapists (occupational therapists, physiotherapists, speech-language therapists) and other professionals; support staff; and teacher educators (pre-service & in-service).  Important audiences also include Boards of Trustees, service funders (e.g. ACC), and tertiary institutions who have responsibility for the professional preparation of teachers, occupational therapists, speech language therapists and physiotherapists.

The Reference Group also specified the components that it expected would form part of the research programme and have developed a set of principles to guide the research (see Appendix 1).

Table 1: Key research questions for research programme

Current provision
Effective practices that have the purpose of reducing barriers to learning and active participation in home, school, school, and community.

What is the current range and level of services (including characteristics of current users and “unmet” need).

What is provided?

Who carries it out?

What does it cost?

Who gets it?

Where is it provided?

Who knows what they can get?

Who knows what they can get but doesn’t opt for it and why?

What is frequency/intensity of provision?

What is the rationale for delivery?

What are the “intersections” between Ongoing Resourcing Scheme/ moderate contracts/ speech language?

What are the current pre-service and in-service training arrangements for professional and para-professionals?

What are the particular gaps in provision for Maori and Pacific students with physical disabilities?
How should effective practice be defined? 

What is effective practice?

What are effective outcomes?

What do models of integrated effective practice cost? (i.e. what resources are required?)

What is effective practice in an integrated model (home/school; health / education / welfare / ACC;) transition from early childhood education through to school and beyond; and different school settings?

Who carries it out? 

Where are the accountabilities?

How do the models described relate to the NZ context (eg NZ Disability Strategy discussion document)?

What is required to achieve equitable services & consistency of services across the country?

How can information about effective practice inform professional development (both pre-service and in-service?)

What are the effective components of various models of delivery in health and education?

1.2.6 Physical Disability in New Zealand 

Any discussion about physical disability must also consider New Zealand demographics . A small number of surveys have attempted to quantify the number of people with a physical disability, however the criteria used have themselves been a limiting factor in defining this population. 

The 1996 Household Disability Survey (Statistics New Zealand, 1997) used the individual’s use of equipment such as crutches, wheelchairs and standing frames as a means of identifying people with a physical disability. The 1994 document “Four in Ten” also attempted to develop a picture of New Zealanders with disabilities but in this case the screening question merely asked if participants had a physical disability with no attempt being made to define this any further (Triggs, O'Connor, & Turner, 1994).  An earlier survey carried out by the Wellington Hospital Board used criteria based on the International Classification of Impairments, Disabilities and Handicaps (ICIDH) combined with the extent to which any individual required assistance with self care activities (Avery, Dowland, Dourado, & Hyslop, 1981).  The purpose of this survey was to more clearly identify the population within its region who were likely to require domicilary support services. In each instance the criteria used to define physical disability meant that there was a high probability that some section of the community was likely to have been misrepresented in the data.

Barwick (1998) discusses the 1996 survey in some detail and describes its limitations in identifying children in the age group 0-4 years who were likely to have special education needs.  Comment is also made that work done by Westbrooke, Silver and Stein (in Barwick, 1998) indicated that the way disability is defined affects estimates of prevalence (p31).

A number of criteria for defining disability are presented in the document “Disability in New Zealand” (Ministry of Health, 1998, pp18-33).  The authors explain that individuals’ perceptions of disability vary according to their own experiences, their culture, and their physical and social environments as well as any definition used for survey purposes. The perspective of the individual as a service provider or recipient may also result in differing identification of need. The definition of eligibility for Disability Support Services assistance used by the Ministry of Health states:

A person with a disability is a person who has been identified as having a physical, psychiatric, intellectual, sensory or age-related disability (or a combination of these) which is likely to continue for a minimum of six months and result in a reduction of independent function to the extent that ongoing support is required (Ministry of Health, 1998,p 28)

In contrast the Ongoing and Reviewable Resourcing Scheme (ORRS) employed by Ministry of Education (Ministry of Education, 1997) prefers to define need rather than disability.  To this end, access to support in education is based on the identification of an individual’s ongoing need in order to access the New Zealand curriculum, and to communicate with others. In addition the amount of specialist support needed for accessing the curriculum, including self care, mobility and positioning is also taken into consideration when recommending verification.  In common with the Ministry of Health definition, ORRS does not differentiate between physical, intellectual or sensory disabilities.

It would be anticipated given this lack of clarity and uniformity that the identification of prevalence of physical disability in New Zealand is likely to be problematic.  Results from the 1996/1997 Disability Survey suggest that the 197 per 1000 New Zealanders identified as having a disability is higher than in other OECD countries.  However, care must be taken as such “estimates of prevalence must be related to the definition and underlying construct of disability employed”(Ministry of Health, 1998 p 26).
1.2.7 Scoping Project – Outcomes and Process

The Reference Group decided to commission a scoping project to design the research programme in order to ensure that the foundations for the research were laid carefully.

The brief for this scoping project was to:

· Produce a set of criteria to define the parameters of student characteristics to be included in the research programme. (That is, how should we define a student with physical disabilities for the purpose of this research project, noting that the definition should include students with multiple disabilities and recognise overlaps. However, for the purposes of the research programme, the research is to be primarily limited to students in the compulsory sector, who currently receive funding/services from the Ongoing and Reviewable Resourcing Scheme or Moderate Contract resourcing for Students with Moderate Physical Needs.
· Develop a working definition of integrated “effective practice” in the provision of services for students with physical disabilities (that takes into account interdisciplinary approaches);

· Develop a range of outcomes against which potential components of effective practice need to be measured (the reference group is interested in holistic outcomes that reflect outcome across a range of settings and domains – e.g. home/school; quality; participation access to curriculum; progress towards Individual Educational Plan goals);

· Undertake a stocktake of current information available; and

· A plan for the research programme to June 2003, which meets the research questions set out in table 1 above.

The activities for the scoping phase were to include:

· Further consultation with the Ministry of Education’s reference group for students with physical disabilities, and their constituencies;

· An analytical review of key literature (as well as the material referred to above, and, unpublished theses in this area);

· Interviews with a range of key professionals (across disciplines) working with students with physical disabilities (approx. 20 – 30 interviews);

· Interviews with parent advocacy and support groups, sector association groups, current and past students with physical disabilities (approx. 30 interviews); and

· Investigating and documenting existing information held in various agencies (e.g. Ministry of Education; Specialist Education Services; ACC; Ministry of Health; Ongoing Reviewable Resourcing Scheme fundholders; Health Funding Authority; Department of Work & Income).

1.3 Outline of the Scoping Report

In the next chapter an extensive review of the current literature on the issues of physical disability, integrated effective practice and the measurement of outcomes is completed.  Included in this chapter is a review of relevant documents from various government and non-government agencies in New Zealand and abroad. See appendix 2 for a full list of the documents analysed. This chapter is divided into three sections.  The first concerns a search for a definition of physical disability.  This required an examination of ideas taken from a range of international and national models and surveys, notions relating to the context of disability and the importance of the perspective of the individual. The second section describes the issues essential in the development of integrated effective practices that have been explored by a range of researchers and service providers in health, education and welfare settings. Despite the diversity of sources, common themes were identified throughout this literature.  This section is completed with the description of the range of models of integrated effective practice identified from the literature.  The final section of this chapter concludes with the identification of the issues surrounding, and the description of, measures of desirable outcomes leading from models of integrated effective practice.  Outcome measurement covered a broad spectrum of ideas that were dependant on whether practice occurred in either the educational or health context. These different perspectives highlighted the challenges for therapists moving from a health to educational based model of service delivery.

The methodology used by the research team to complete key informant interviews is set out in the third chapter. It provides details on the development of the interview questions together with the recruitment of participants, the interview process that was followed and the analysis of data.  Ethical issues that had been addressed are also described, as are measures taken to determine the validity of the findings.

The results of the interviews form the content of chapter four. The information is presented in a similar order to which the literature review was set out. The fifth chapter provides a discussion of the main issues that were raised through the literature review and interviews. Suggestions are made about the definition of physical disability, ideas about working in integrated, effective ways and how these practices might be evaluated together with the desired outcomes for families.  Incorporating the results of the scoping project the final chapter sets out a research plan designed to provide comparative information about the way services are currently provided in New Zealand, their cost effectiveness and recommendations for the future development of services.

Chapter 2

Literature Review
Summary Notes

An extensive review of the current literature on the issues of physical disability, integrated effective practice and the measurement of outcomes was completed.  This has provided a comprehensive picture of the theories and challenges surrounding these issues to inform the development of a proposal for the wider research programme.

Physical Disability

The search for a definition of physical disability posed a number of challenges and required an examination of ideas taken from a range of international and national models and surveys; discussions relating to the context of disability; and the importance of the perspective of the individual.

The term physical disability is problematic and carries with it a variety of meanings.  As is noted in the Ministry of Health’s Disability Strategy (Ministry of Health, 2001), people have impairments, disability is the process that happens when a group of people create barriers that limit the opportunities available to people with impairments.   In order to determine the presence of disability therefore, it is important to compare the lives, experiences and opportunities available to an individual with an impairment with those of their peers.  However, comparison should not be confused with the identification of deficits as it is contended that this ignores the variability inherent in people’s social, cultural and physical experiences that can lead to disability in the first place.

Medically based descriptions of disability are argued to be of little assistance in education because they are often focussed on the identification of difficulties that form the basis of remediation.  This is said to be inconsistent with an educational model since education is concerned with the provision of activities, opportunities and interactions that enable students to create, reflect and extend their understandings of the world.  

In respect of this literature search then, the characteristics of students with physical disabilities to be included in the research programme must be informed by the following:

· The personal experiences and perspectives of people with physical impairments

· The context within which disability is manifested

· Participation in educational, social and vocational settings

· The effect of social and attitudinal barriers

· The expectations normally imposed on peers of a similar age and status

· Consistency with current definitions (notably SE 2000)

Integrated Effective Practice

The issues essential in the development of integrated effective practices have been explored by a wide range of researchers and service providers in health, education and welfare settings. Despite the diversity of sources, common themes were identified throughout this literature. While it may not be possible to transpose models from health or welfare settings into education, there are numbers of common elements that can be said to constitute integrated effective practice.

In this context, integration can be taken to refer to the extent to which an individual has the opportunity to participate in every aspect of life. To this end, an integrated practice refers to the extent to which therapists, teachers and families can work together to adapt, to learn and to rehearse those skills that a student with a physical disability needs to ensure their active participation in their lives.

Effective practice refers to the methodologies that will facilitate a student’s integration. This means that what is an effective practice in one context will not necessarily be an effective practice for another student in another setting.

Given this situation, effective practices must be theoretically and methodologically sound, they must consistently produce desired outcomes and they must be socially valid.  The literature suggests that effective practice is indicated when:

· The student and family is at the centre of practice and individual and family needs will be reflected in the development of interventions

· A range of environmental or ecological assessment and evaluation tools are used to identify areas of need and to measure outcomes

· There is a focus on quality of life issues and functional skills development

· Skills development occurs in natural contexts across an individual’s life

· Agencies, organisations and individuals from a range of disciplines work  in collaborative teams in support of students and their families

· On-going opportunities and supports are available for professional development, reflection and supervision to enable staff to maintain professional skills, develop awareness of other approaches and to integrate new practices.

Outcome Measures

The identification, description and measurement of the desirable outcomes of integrated effective practice is a natural progression in the development of any model of service delivery.

To ensure that any service can meet the needs of students and families, accountability measures are essential.  Since models of integrated effective practices are specific to individuals, families and contexts, measures of the effectiveness of those practices need to be sufficiently flexible to account for this variability.  To this end, reflection on a range of issues can direct us to the identification of outcome measures that will enable comparisons to be made between models of service provision.  These include:

· The extent to which service provision leads to maximising function and social integration

· How therapeutic goals are integrated across an individual’s day

· Whether independent function is enhanced or quality of life maintained

The measurement of outcomes covers a broad spectrum of ideas that are dependant on whether services are delivered in an educational or health context. 

These differences in perspectives highlight the challenges for therapists moving from a health to educational based model of service delivery. It is important that the need for therapists to adapt to their new working environment is not ignored as such an omission has the potential to compromise the success of any  team of which they are a part.

At the outset of this review it is important to sound a note of caution.  Much of the material presented here is sourced from outside of Aotearoa/New Zealand.  This means that in many cases, procedures developed on the basis of legislative requirement may not be relevant to the New Zealand context where legislation tends to be enabling rather than regulatory.  Similarly, numbers of the approaches taken in other countries require that children be classified or labeled into one group or another.  It is suggested that placing learners in such categories from which to define resources is contrary to the egalitarian nature of New Zealand society (Brown, 1989): 

We must note that we sail in our own cultural waters with enabling legislation that will allow us to make rapid progress if we have the will to do so. Then we must set course accordingly, acknowledging our debt to our American colleagues while setting our own stamp upon our work ( p169).

Further, in reviewing aspects of New Zealand’s Special Education 2000 policy Wylie (2000, p49) commented on the uniqueness of what has been developed and the lack of international models with which to compare it.

We must also be careful in ensuring that we examine our own roles in the creation of the problems we have set out to uncover in this review.  Professionals working in the area of disability can sometimes be viewed as part of the "system" that medicalises individuals' situations and creates many of the difficulties with which people with disabilities have to live.  In addition professionals may be seen as  "the enemy" or the  "gatekeeper". This requires that those of us working in the field must be prepared to examine our own perceptions of disability, and to be open to "hear" about the needs of people with disabilities.  We must be clear about the difference between needs and rights.  It is also necessary to have a clear understanding of the legislative framework of disability support  (Sullivan, 1998).

The New Zealand Disability Strategy launched in April 2001 promotes a more inclusive society within New Zealand. Its aim is to eliminate barriers that might prevent people with disabilities reaching their potential or participating fully within their communities (Ministry of Health, 2001 piii). This present report has attempted to identify some of these barriers as they relate to the education of children and young people with physical disabilities. In doing so it has also addressed many of the fifteen objectives set out in the strategy.

This literature review is organised according to the key questions encompassed in the Request for Proposal for this scoping project.  They are, the identification of:

· A set of criteria to define the parameters of student characteristics to be included in the wider study (section 2.1)

· A working definition of integrated effective practice for provision of services to students with physical disabilities (section 2.2 and 2.3)

· A range of outcomes against which potential components of effective practice need to be measured (section 2.4).

An essential outcome of the scoping project is a research proposal that will guide the development of a programme to analyse the experiences of students with physical disabilities.  Further, this programme will, on the basis of the research to be undertaken, suggest approaches that, within the New Zealand context, could lead to improved access to quality services, support for individuals and their families, and uniformity of provision across the country.  The final section (section 2.5) of this chapter brings together a set of key points from the literature search chapter that will then be combined with a similar set of indicators from the results chapter in the discussion chapter.  The final set of the ideal features of integrated effective practices for students with physical disabilities will then inform the development of the research plan in the final chapter of this report.

2.1 Terminology/Classification of Physical Disability

This section reviews the literature on the definition of physical disability.  This is completed in order to develop a set of criteria to define the parameters of student characteristics to be included in the research programme.  The review also identifies and discusses, with reference to the literature, the ways in which physical disability has been conceptualised and the purposes for which definitions have been formulated.  It is suggested that in order to ensure the adequate representation of people with physical disabilities in the larger research project, it is important to identify the issues facing them that are central to understanding their experience.  Failure to adequately do so creates the potential for the research project to gloss over important aspects of people’s lives that can lead to less than satisfactory service provision.  

The information discussed here, along with the interview data described in the next chapter, is used to develop a statement, or a set of criteria to describe the group of students whose interests should be represented in the research programme.  This section is divided into a number of sub-sections.  These groupings arose as a result of the review of literature in that the information gathered fell naturally into a small number of sub-sections.  The first concerns the potential for disability to be affected by the attitudes and practices common in our society.  This is followed by a discussion on the extent to which the environment also contributes to the experience of disability.  Information on the need for a common professional language follows and then the issues of defining disability in order to support educational practices are raised.  This section concludes with a discussion that focuses on the extent to which definitions of disability should support the participation of people in the activities of daily life and in their communities.

2.1.1 Physical Disability and Attitude

 The term physical disability carries with it, a variety of meanings.  These arise either from the personal experiences or perspectives of the individual, or from the expectations of society. Whatever the origins of the description however, there is increasing recognition that physical disability is a complex issue, defying easy classification (Gething, 1992).  As much as physical disability is affected by the limitations imposed on an individual as a result of physical impairment, it is also determined by social and attitudinal beliefs and values. Gething (1992) acknowledges this when she suggests that the most effective method of determining the existence of disability is as a result of comparing an individual with peers of similar "age, social, educational and vocational status."(p813). Her concern however, is not with respect to the identification of physical differences but with revealing and removing the "attitudinal barriers" that create difficulties for people in the first place (Gething, 1992; Sherry, 1999). 

As is noted in the Ministry of Health’s Disability Strategy (Ministry of Health, 2001), people have impairments, but disability is the process which happens when other groups of people create barriers that limit the opportunities available to people with impairments.  Such recognition has also signaled a change away from a person first approach to disability in which an individual was referred to as “a person with a disability”.  The New Zealand Disability Strategy has adopted the term “disabled people” in recognition of the social creation of disability.  This approach to questions of disability is substantially similar to that taken by the Union of the Physically Impaired Against Segregation (UPIAS) (Finklestien, 1980).  This group, an organization of people with physical disabilities, recognised the issue of attitudinal barriers in the creation of disability in describing physical disability as:

…the disadvantage or restriction of an activity caused by contemporary social organisations which takes little or no account of people who have impairments and thus excludes them from the mainstream (Finkelstein, 1980)  

As is the case with respect to the New Zealand Disability Strategy, the UPIAS definition clearly recognises society’s responsibility in the definition of disability.  However, in describing impairment as “lacking part or all of a limb or having a defective limb, organism or mechanism of the body”, the UPIAS’s definition could be argued as reflecting a deficit model. Bailey, Simeonssen, Buysse & Smith (1993) concurs by arguing that relying on descriptions of disability based on deficits or etiology is dangerous as they fail to identify individual variability sufficiently clearly or place too much significance on relatively minor features of a whole person ADDIN ENRfu 
.

2.1.2  Physical Disability and the Environment

In formulating any classification system to identify or to define disability, the context in which an individual lives and works is a critical component of any evaluation (Craig, Haggart, & Hull, 1999; Haley, 1994). It is argued that the potential exists for the context to have a direct effect on the performance of any particular task and that this could significantly affect the classification of an individual as experiencing physical disability (Wylie, 2000, p32). To this end, the Institute of Medicine has defined disability as: 

... the expression of a physical or mental limitation in a social context - the gap between a person's capabilities and the demands of the environment (Haley, 1994, p 444). 

In developmental terms, the environment is a constant influence on children's activities and on the potential for an individual to demonstrate their abilities.  Given this, the context of any particular activity may provide motivation or challenge (Sherry, 1999).  Conversely, and as already described, the context of activity can also create disability.

2.1.3  Physical Disability and Professional Dialogue

Despite recognition of the issues described above, there would appear to be some support for the development of a uniform professional language that can be used to define the characteristics of individuals with physical disabilities.  Such language can also support  the formulation of treatment goals, exchange of information and communication and research and education.  The ICIDH-2 classification system (World Health Organisation, 1998) is one such attempt:  

The fundamental structural components of the ICIDH-2 are classifications of human functioning conceptualized at three levels: the body or body part, the whole person, and the whole person in a social context, characterized by all aspects of the physical and social environment, as well as other features of the individual, such as age, sex, educational background and so on (p9).

The ICIDH-2 was developed to try to move away from medicalised descriptions of disability and to highlight the effect of discrimination on the lives of people with disabilities (Miller & Stayton, 1998).  However, in trying to describe disability, difference or deviation from the norm is the starting point of that description.  As a result, and despite efforts to the contrary, definitions of disability such as the ICIDH have failed to address the impact of community wide practices that discriminate against people with impairments or to address issues of disability outside of the western middle class experience (Hurst, 2000; Pfeiffer, 2000).  

However, (Heerkens, Brandsma, Lakerveld-Heyl, & van Ravensberg, 1994) argue otherwise. They contend that the system is too narrow to be useful.  They suggest changes which include the development of a section given over to functional impairments starting with a breakdown of the region of the body in terms of performance, sense, sensation, and other.

2.1.4  Physical Disability in Education

Of particular concern is the application of medically based description, assessment and treatment regimes to educational settings (Wylie, 2000, p110). Recommendations resulting from such a perspective tend to be inappropriate for educational settings and are therefore difficult to implement. Within a health-based model, therapy is traditionally provided for intensive periods in a hands-on fashion. Such practice is seen as inconsistent with the educational model. The conflict between two such different systems will inevitably frustrate therapists and teachers and could result in parents feeling that their child’s needs are not being adequately addressed. In this instance, the importance of conducting assessment in the environments in which skills are required can not be overstated (Graves, 1999). In their survey of 50 states in the U.S Borkowski and Wessman (1994) stressed the importance of flexibility in determining the extent of disability, motor function, potential for improvement, ability to meet needs, priority and the amount and duration of current previous therapy with respect to each child’s needs. 

In 1994, Mitchell and Ryba developed a New Zealand model for the allocation of resources for students with education support needs. They proposed a comprehensive, national framework for resourcing based on five levels that was consistent with existing practice. Descriptors were provided at each level that took account of the student's physical, sensory, learning or behavioural attributes. It was suggested that early childhood and post compulsory education sectors should also be included in the model. The possibility of extending the framework to allow the development of cost bands was also discussed (Mitchell & Ryba, 1994).  However, the recommendations of this report attracted considerable criticism and were never implemented. 

Wylie (2000,p50) has also identified the difficulty that exists in the development and application of categories of need.  There are a wide variety of examples available from the literature but it must be recognised that they have also been developed for different reasons. Some are descriptors of need while others are associated with criteria for access to services. New Zealand’s system of providing a fixed level of funding for all of a student’s time at school is unique with no international comparitor available (Wylie, 2000,p49). Wylie (2000) also emphasises the point that any “new” criteria  should be consistent with those already in use in the verification process of SE2000. She adds that if additional categories were to be introduced based on standardised assessments these would introduce inconsistencies and inequities (p50).

2.1.5  Physical Disability and Participation

The points above notwithstanding, the aim of any therapeutic intervention is to make recipients full participants in the world (Rothstein, 1994).  Of necessity, this means that intervention must also focus on the practices and attitudes prevalent in our community that have led to the exclusion of people with disabilities from the mainstream of life (Shakespeare, 1994). Not surprisingly, this situation has led to a good deal of confusion over the description of physical disability in the literature (Jette, 1994). This uncertainty is reflected in the variety of opinions that exist regarding the role of therapy in bringing about change.  As a consequence, decisions about the need for therapy seem to have been made by therapists alone, regardless of the educational activities students should have access to (Llewellyn & Maher, 1993) or the goals identified in IEPs.  

Some hope exists in the work of Coolman, Foran and their colleagues (1998). In reviewing existing physical and occupational therapy services for children with high health needs in the state of Oregon they identified the potential for diagnosis driven intervention to perpetuate helplessness and dependence. The complementary roles of these services in health and education settings were also examined. Guidelines were devised to drive the allocation of medically based outpatient therapy services according to the potential for those services to improve function.  These authors describe people with physical disabilities as children and young people who are diagnosed in the developmental period (0-21 years) with static or progressive neuromusculoskeletal impairments that threaten structural integrity or functional capabilities. Best or effective practice within this context is described as therapeutic services that:

· Foster children’s competence in their own environments

· Prevent secondary complications and disability

· Acknowledge periods of personal stability when changes do not occur.

· Promote home and community based programmes (Coolman, Foran, & Lee, 1998).

2.2  “Integrated Effective Practice”–Definitions

In this section the literature defining integrated effective practice is introduced.  It was apparent from the literature review that although a number of definitions of the terms “integrated” and “effective practice” were concerned with a broad range of practices, within this context a number of specific issues were relevant.  The first concerns the term integrated.  This term has become widely used in education to describe the extent to which children and young people with disabilities are a part of their school communities.  Increasingly the term has become synonymous with inclusion.  Within the present context however, and as is explained below, the term refers also to professional and programmatic integration.  

The second issue, one with which therapists in particular may be familiar, is the use of the term “effective”.  The discussion relating to this term has taken the view that “effective practice” and “best practice” refer to the same set of conditions and can therefore be used interchangeably.  In the course of our research, one reference was located that defined “effective” and “best” as discreet practices (Dunn, 2000).  In this instance, best practice was defined as those practices that when combined, led to effective practice.  This position however was not supported in any other literature. However, in reviewing the definitions that follow, and in light of Dunn’s comments above, it may be worth stating the point that effective practice may emerge as a result of an amalgam of other practices that share common elements inasmuch as it will emerge from service provision from a single provider.

2.2.1 Definition of Integration

Any discussion on the notion of integrated effective practice requires that we develop an understanding of the terminology used. In announcing her Disability Strategy Dyson (2000) discussed the need for New Zealanders to work towards "...a fully inclusive society, where our capacity to contribute and participate in every aspect of life is continually being extended and enhanced” (p vii).  In order to achieve this she identified the need for collaboration between agencies providing a wide range of effective services. In particular she discussed the need to involve young people, Maori, Pacific Islanders and women in decision making processes.

With specific reference to the use of the term integration, Dunn (1991) identifies four uses of the terms in the literature.  They are:

· Peer integration where typical and children with special needs are placed together in a range of social, educational, recreational and vocational settings.

· Functional integration occurs with the application of therapeutic strategies in a natural environment.

· Practice integration refers to interdisciplinary collaboration in the development and delivery of services (between individuals).

· Comprehensive integration which is a combination of all three forms.

2.2.2 Definition of Effective practice

In the past the term “best’ or “effective practice” has been used to describe a variety of strategies that include methodologies, client outcomes, valued principles and technological advances.  In order to make it a more powerful term Peters & Heron (1993) suggests that best or effective practice needs to be defined within the context in which it is to be used.  To this end the following questions should be applied when considering whether or not any particular approach might contribute to discussions of best or effective practice:

· Is there a sound theoretical base?

· Is the methodological integrity convincing?

· Is there consensus with existing literature?

· Are desired outcomes consistently produced?

· Is there evidence of social validity? (Peters & Heron, 1993)
Dunn (2000) concurs with Peters and Heron’s (1993) contentions.  She notes that effectiveness of practice refers to the opportunities available to individuals to consider options and to choose interventions.  She also discusses the role of the therapists in terms of providing service users with information based on the effectiveness (in terms of consensus in the literature, consistency of outcome and validity of the approach) of the range of approaches available.

 2.3 “Integrated Effective Practice” -Descriptions

In reviewing the literature on integrated effective practice, care has been taken to ensure that information reflecting the widest possible range of integrated effective practices for students with physical disabilities was considered.  To this end information from therapies outside of the more traditional disciplines of physiotherapy, speech language therapy and occupational therapy were sought.  Similarly, information on service provision from outside of educational contexts was also sought.  However, and as will be noted in the body of the review, little material regarding attempts to integrate non-standard therapy practices was available.  A similar situation exists in respect of service provision outside of health or educational models.

As was the case in the previous section of this chapter, the material compiled from the literature search has been organised in respect of sub-sections of information that emerged with the analysis of the literature pertaining to integrated effective practice.  In addition to this introductory sub-section, there are four further sub-sections that review the issues apparent in the literature with respect to integrated effective practice.  

The balance of this introduction is concerned with introducing those aspects of practice that are said to be indicative of its effectiveness.  These are issues concerned with assessment, planning and goal selection.  The introduction concludes with a discussion regarding the potential for “a” model of integrated effective practice.  The following sub-sections are concerned with an analysis of the various approaches to intervention discussed in the literature, the extent to which interagency collaboration is central to effective practice, the role of teams and the role of the family.  In the last sub-section particular attention is given to the needs of families whose ethnic backgrounds may differ from those of the dominant group in any community.

Internationally the move towards models of inclusive education for children and young people with physical disabilities has meant that physiotherapists and occupational therapists have become members of special education teams. This has resulted in much discussion about the role these specialists might play in this new working environment. 

In the area of therapy intervention for children and young people with physical disabilities effective practice focuses on the active role of the client and family (Gallegos & Medina, 1995) in the problem solving process and in the use of non-standardised observation, assessment and treatment (Westcott, Murray, & Pence, 1998; Wishart, Lee, Ezekiel, Marley, & Leheto, 2000). As noted by Bundy (1995):

No substitute exists for observing the student engaged in school activities.  Observational assessment enables the therapist to view the student’s strengths and difficulties firsthand and adds considerable information about the student’s educational related needs.  In fact, so much information can be gained in this way that the amount of time required for formal assessment can be reduced greatly.  Interview is another powerful tool.  Like observation, interview of a student, teacher and parent yields information that cannot be gathered in any other way.  In a half-hour interview, members of the educational team can paint a verbal picture of the student that saves hours of observation and formal assessment time (p73).

Quality of life outcomes and an ecological perspective to problem solving (Graves, 1995) are further important issues that need to be taken into consideration. In order to determine what these outcomes might be, a measurement of change which is based on outcomes that are described by the student, their families and friends rather than what professionals might consider best practice seem to offer the best option (Davies & William, 1994). Change should also include analysis of the factors (school, family, social, health, vocational) that contribute to a successful or unsuccessful outcome (O'Grady, Crain, & Kohn, 1997; Snell, 1997).  Giangreco (1997a) suggests that to do otherwise is to pose limits on what children might do since the determination of inappropriate outcomes could result in a lack of opportunity which could result in limitations on the development of skills.  

There is relative consistency in the literature concerning the need for effective practice to be based on the development of functional skills.  In conjunction with this is the need for the development of therapeutic interventions that can be applied within daily activities in natural settings (Wylie, 2000 p77), including educational settings (Lambert, 1992) and with respect to interactions with the curriculum (Ministry of Education, 1993 p 3&17). With respect to children with cerebral palsy in particular, Scrutton (1984) makes the point that "effective parts of treatment are those which become part of the child's life"(p50). 

It is suggested in the literature that this holistic approach offers the most promise for change (Hedges, 1988; Larin, 1998; Rab & Mako, 1996) and development over the long term (Baum & Law, 1997; Case-Smith, 1997; Demchak, Alden, Bergin, Ting, & Lacey, 1995; Doty, McEwan, Parker, & Laskin, 1999; Graves, 1995; Karnish, Bruder, & Rainforth, 1995; McEwan, 1994; Peters & Wright, 1999; Randall & McEwan, 2000). Indeed, O’Grady et al. (1997) make the point that the less functional an intervention, the greater the likelihood that hope, determination and a sense of accomplishment will suffer.  

Interestingly, a focus on the development of functional skills is seen as offering the potential for the development of an educational model of therapy service and provision (Coles & Zsargo, 1998) and for the engagement of teachers and support people who would ordinarily be excluded from participation in therapeutic interventions (McEwan & Sheldon, 1995).  It is further argued that an integrated effective approach to service delivery has application in rural areas as it has the flexibility to allow students goals to be pursued in the absence of frequent visits from therapists or other specialised support staff (Stile & Mitchel, 1995). The difficulties regarding service delivery that exist in urban areas are magnified in rural schools where isolation is itself a barrier (Wylie, 2000 p87) 

Finally, the point is made that despite the recognition of a number of components that could be said to constitute integrated effective practice, there can be no fixed way of describing such a thing.  It is argued that the specifics of any model must be dependent on the individual characteristics of the child and family in question.  No approach should be rigidly followed at the expense of any opportunities for the child to maximise their assets (Scrutton, 1984). If we accept that the way forward is for therapy services to be provided to children and young people in functional and natural contexts then it is essential to review the ways in which therapy can address these concerns.

2.3.1 Approaches to Intervention

It would seem that research into numbers of traditional health-based therapeutic approaches (including Vojta, Sensory Integration, Doman Delacato and some neurodevelopmental treatments) have been overly concerned with impairment (eg Fetters & Kluzik, 1996) Although it is likely that some of these therapeutic approaches will lead to some gains (Reddihough, King, Coleman, & Catanese, 1998), the emphasis on impairment has often resulted in the underestimation of the capabilities of students (O'Grady et al., 1997).  Gains made in the short term have often failed to result in long term functional improvements (Sparrow, 1978).  In addition, a focus on impairment has also led to situations in which individuals request more and more therapy in an attempt to achieve the desired results.  This appears to be based on an unquestioned belief that “more is better” (Graves, 1995)  In other situations there has been a tendency to continue to provide traditional therapy modalities, such as regular stretching programmes for tight tendo achilles, despite information that would indicate that such interventions cannot possibly ameliorate the condition (e.g Tardieu, Lespargot, Tabary, & Bret, 1988). 

Conductive Education, is another approach that has gained considerable popularity in this country in the last decade. This programme, developed in Hungary by Andras Peto aims to assist the child with cerebral palsy to “develop adaptive ways of independent functioning in their natural environment” (Liberty, 1998). This is achieved through a programme that is designed and directed by a conductor and carried out during a daily group programme based on the use of rhythmic intention and music. Children participate in a range of functional activities within the conductive education classroom. There is an expectation that strategies learnt in this environment will be carried on through to other settings (Liberty, Brodie, Young, & Berkley, 1991).  Through the emphasis on functional skills in natural environments this programme has the potential to provide a holistic approach to programme development and delivery.
As therapists’ thinking about learning and development has approached the understanding teachers have of the learning process; that is that learning occurs as a result of interaction, opportunities and experience, newer therapy models have developed and more traditional approaches have adapted. As well as the theories supporting sensory integration and the neurodevelopmental approach, the theories of motor control, development and learning (MCDL) (Hayes, 1999) suggest that:

· Optimal learning happens when practice occurs in natural environments employing variability of practice tasks.  

· Blocks of practice result in learning more quickly but with less long-term retention. These are important factors when the nature of children's play is considered particularly as the child is an active participant in their own problem solving (Baker, 1999; Wishart et al., 2000). 

· To further maximise learning, practice needs to occur throughout the course of daily activities (Larin, 1998). Therefore therapists need to collaborate with family and teachers in order to incorporate opportunities for routine and play activities throughout the day at home and school (Baker, 1999).

The models of intervention described provide a unique opportunity for therapists and teachers to work collaboratively as a result of the commonality between understandings about learning. However there are implications arising from the introduction of such approaches. These can include:

· Increased financial costs for time for consultation between teachers and therapists is added to the provision of direct therapy (Gregory, Fairgrieve, Anderson, & Hammond, 1992).  

· Employment of therapists by schools rather than by a health or other contract agency.  Therapists contracted by schools spend more time in pull-out work than those employed by schools. Contract therapists also have limited time to provide consultations and the informal building of rapport necessary in the development of teams (Case-Smith & Cable, 1996).  

· Opportunities for training for therapists for working in rural settings where therapists need to be something of a "Jack of all trades” (Wills & Case-Smith, 1996). 

· Opportunities for developing training in functional assessment (Fischer, 1994).

· Opportunities for training to enable professionals to critique effective models of practice in specific contexts and at appropriate times (Dunn, 2000)

· Time to work with parents and teachers to develop coherent goals (Effgen & Chiarello, 2000).

· Training and support to work in multi-disciplinary teams that include parents (Caswell, 1998; Daniels & Backman, 1992; Powell, 1994).

· Eligibility for services

· Shortages of therapists to work in educational settings (Brown, 1997; Carpenter & Stoneham, 1994; Caswell, 1996; McWilliam, Young, & Harville, 1996).

As a result of the identification of the issues facing individuals and the agencies that support students in educational settings there is a need to consider the potential for views of all stakeholders to be represented in developing models of effective therapy provision in education. The first such consideration must focus on the potential for agency or organisational collaboration.

2.3.2 Interagency Collaboration

In developing their protocol for students receiving Accident Compensation Coporation (ACC) funding for educational services, the Ministry of Education and ACC (Ministry of Education & ACC., 2000) were at pains to:

 ...ensure the effective co-ordination and implementation of services for school students who, as a result of an accident, have cover under ACC legislation and have special education needs (p1). 

The introduction of Special Education 2000 (SE2000) brought with it a shift of therapy funding responsibility for school-aged children and young people (Wylie, 2000).  As a result, the protocol between the Ministry of Education and the Health Funding Authority (Ministry of Education & Health Funding Authority, 1999) expects that services from a number of providers will be coordinated around the family/whanau who are at the centre of any process. Similarly, the Ministry of Education and Specialist Education Services (Ministry of Education, 2000b) discuss the need for: 

... supporting interagency liaison, communication and co-ordination including Strengthening Families and other health/welfare/education initiatives (p 10). 

These strategies are supported by Wylie (2000) who also highlights the issue of the number of overlapping services that exist without any clear areas of responsibility. If greater co-ordination were achieved than services should become more easily accessible to families (Wylie, 2000). Excluding short term case studies (e.g Kalpogianni, Frampton, & Rado, 2001; Kasser, Collier, & Solava, 1997; Peters & Wright, 1999; Wright & Kersner, 1999) there are few reported examples of multi-disciplinary models of practice in the literature.  

O’Connor (1995) has noted that children with severe disabilities are usually supported by a large number of specialists with medical, social and educational expertise in addition to a wide variety of government and social agencies.  He points out that it is often the parent who becomes the link between these services and that this can result in difficulties that can impede the development of effective interagency collaboration.  He specifically notes that:

· Misunderstandings can arise when there is insufficient knowledge about structures and functions of agencies with which professionals have contact. 

· Self interest on the part of agencies may mean it is felt necessary to either protect professional boundaries or place the commercial interests of the organisation before that of the client/student (Wylie, 2000). 

· Communication between executive and field staff within an organisation is essential if policies and commitments are understood and implemented. 

· The passing of confidential information between agencies may be hindered due to lack of trust.

· The voice of the client/consumer must be an essential element in any development process. 

· While protocols may be developed to address these issues they need to be trialled against case studies to ensure they will work in practice.

In order to develop true co-operation between agencies and individuals he highlights the need to demonstrate “…trust, respect, and mutual dependence” (p105).  To this end, the adoption of common goals and the recognition of the strengths of each agency will enhance the level of understanding.  Similarly, membership of teams needs to be stable in order to overcome the inevitable side-effects that occur as a result of staff turnover. Flexibility in relationships is also seen as a crucial aspect when service delivery issues are discussed since rules can sometimes hinder the adoption of sensible solutions to problems. When interagency collaboration is working effectively it should remove the need for parents and caregivers to be the main link in the chain of communication.  

These points are substantially similar to those contained in a report to the Ministry of Health in which Coster (2000) describes the process used in the development of community based/collaborative services or “one stop shops” for children with special needs and their families in Tayside (UK) (Coster, 2000).  This type of seamless, integrated service is also suggested by Wylie (2000).

To facilitate the development of services as outlined previously Fowler, Donegan, Lueke, Hadden, and Phillips (2000) argue for the need for agencies to have agreements to allow the smooth transition of children between services and suggests that such documents provide blueprints for change away from the informal processes currently in existence. The importance of the local "ownership" of such agreements was also stressed by Fowler et al (2000), Durie (1998) and Ratima et al. (1995). Coolman et al. (998) argues additionally for consultation and a balance between fiscal responsibility and advocacy.

Although it is essential for agencies to establish collaborative practices, the concept of local ownership requires that the individuals central to a student’s development also have the opportunity to develop their own models of effective practice. To this end team function is critical.

2.3.3 Collaborative Teams

Giangreco (1995) maintains that the use of client-centred functional and meaningful goals  provide the best opportunities for the enhancement of students’ educational achievement.  An essential element of this process is collaborative models of service delivery requiring shared frameworks for decision making by related services personnel, educators and parents. Despite the absence of descriptive and experimental data regarding decision making in the literature numbers of guidelines do exist (Giangreco, 1990a; Randall & McEwan, 2000).  In all of these guidelines, the critical factor appears to be effective team-work.  The suggestion is, that once such team-work is operationalised opportunities for integrated therapy (Kasser et al., 1997) and collective decision making (Muhlenhaupt, 1998) should follow.  Guidelines include:

· The centrality of the child in the process (Law, Baptiste, & Mills, 1995)
· Clarity of role and relationship to other team members (Llewellyn, 1994) and a recognition of the contribution that their own discipline specific competencies bring to any team particularly with respect to assessment, programme development and implementation.
· Role release, or the sharing of the knowledge and skill traditionally held by therapists as part of their professional role (Mackey & McQueen, 1998) allows for the strategies and skills of several disciplines to be blended into a more effective approach. This is an essential component of the transdisciplinary team. However, in the USA concerns exist about the ethical and the legal implications of such a move (Rainforth & York-Barr, 1997). A further essential element of this approach is the maintenance of individual competence in individual disciplines and the importance of collaboration and joint problem sharing. 

· Individuals are committed to teamwork.  The greatest barrier to effective teamwork is lack of time and the greatest barrier to successful inclusion occurs when the team does not work well together. The advantage is that collective knowledge is greater than that of the individual (Rainforth, 1998). VISTA (see appendix 7 for further description) (Giangreco, Whiteford, Whiteford, & Doyle, 1998) is an example of a tool that has been designed to assist in the development of team understanding in conjunction with the decision making process. Of specific concern with respect to teamwork however is the involvement of teacher aides who are often left to "sort out, coordinate and integrate what professionals have been unwilling or unable to do” (Kasser et al., 1997).  Additionally, parents identify failure to communicate as a primary reason for dissatisfaction with school personnel. 

· The identification of individual needs arising from curriculum based assessment and observation is an important part of the process and tools such as MAPS (Vandercook & York, 1989) and COACH (appendix 7) (Giangreco, Cloninger, Dennis, & Edelman, 1993) can be used to facilitiate this process. These are both based on the important role of family members in assisting the team to develop an understanding of the student, their needs and their aspirations resulting in shared decision making.

It is argued that when used in combination, these guidelines will increase the confidence of team members, increase reliability and reduce overlaps and conflicts.  Further, a team approach will assist in identifying the mode and frequency of service delivery required to support IEPs, guide implementation and provide opportunities for evaluation (Giangreco, 1995). Giangreco also notes with respect to teaming that since the educator is the only professional likely to have long term contact with the child in question, they should act as facilitator of teams (Giangreco, 1990b).

2.3.4 Family Involvement 

There is little doubt in the literature as to the unique role of parents in the assessment and intervention processes (Graves, 1995; Hanson, Randall, & Colston, 1999; Wolfendale, 1996).  However, parent-professional relationships are both problematic and complex.  Professional intervention tends to come from a white, middle class western perspective and the assumptions common with this perspective may not be shared by involved families (Dennis & Giangreco, 1996).  

2.3.5 Cultural Considerations in Defining and Delivering Effective Practice

In Aotearoa/New Zealand, the desires and needs of Maori are also critical in establishing effective models or descriptions of best practice.  As we know, the beliefs of many Maori are not consistent with those of the dominant Pakeha culture and this has resulted in the alienation of Maori from services that could otherwise be useful.  Perceptions of health and of the effectiveness of services common amongst numbers of Maori include the need for reference to all aspects of a person’s life (well-being), the use of a number of modalities and the emphasis on tino Rangitiratanga or self-determination (White, Mavoa, & Bassett, 1999).  While it is important to note that cultural beliefs will not necessarily be common to all people of the same ethnicity, these issues are important to any discussion of effectiveness or of the use of standardized measures  of effectiveness.  

A number of protocols have been developed to facilitate interaction and information gathering (Graves, 1995; Wolfendale, 1996) but it would seem that listening and the use of reflection on their own practice are the most important qualities professionals can develop (Dennis & Giangreco, 1996). Professional sensitivity revolves around an awareness and appreciation of the multiple factors that may influence the values and perspectives of individual families and children (Piggott, 2000). The factors recognised as critical to professional sensitivity (particularly in cross-cultural situations) are an awareness of the impact of the following on families: 

· Discrimination and acculturation

· Poverty

· Family composition

· Work practices

· Living arrangements

· Experience of disability

Caution is urged with respect to working with families from other than the dominant culture.  Many instances of sensitivity training have resulted in the development of stereotypical views of people from specific backgrounds and can lead to the making of assumptions that are as dangerous as decision making based on prejudice. There appear to be a number of common issues of concern however.  They include:

· Awareness of the existence of intra-cultural difference

· Political and philosophical differences along with culture

· Differing views on the role of children

· Experiences and expectations of education ranging from beliefs about the position of professionals to negative school experiences and the realisation that there are a disproportionate number of minority children in special education

· The impact of the cultural values and beliefs of the professional

· Pace and type of questioning (Dennis & Giangreco, 1996).

In respect to recognition of the principles of the Treaty of Waitangi, three principles underlie an appropriate philosophy for service delivery to Maori.  They are:

· A respect for clients that involves the active involvement by Maori at all levels, the pursuit of the least disruptive service option, the encouragement of clients by services, the on-going involvement  of caregivers and whanau 

· A community focused approach including the raising of awareness among Maori communities; creating opportunities for whanau participation; developing and maintaining links with Maori organizations (Mana, 1999).

· The development of workforce profiles which include the competence of health practitioners who are culturally effective, who understand Maori perspectives and services that focus on enablement, participation, safety, effectiveness and accessibility (Ratima et al., 1995)
Of particular importance is time and the sharing of roles so that the professional learns more about the issues for families and families get the information they need (Wylie, 2000).  Cormack (1997) notes that for many Maori, time is needed for understanding, for reviewing, analyzing sorting and for engagement.  Similar recommendations in the Ko e Ako ‘a e Kakai Pasifika Report (Ministry of Education, 1998) and Better Relationships for Better Learning (Ministry of Education, 2000a) focus on the need to involve Maori and Pacific Island families and local leaders in the development and provision of services to enable the best possible outcomes for all parties.  

2.4  Outcomes:  Measures of Success

It could be argued that having identified from the literature, those elements of practice that could be said to make it both integrated and effective, services would develop accordingly and could be monitored according to those components of practice said to be effective.  While this may be the case, organisational arrangements should also lead to numbers of desirable outcomes for those using the services offered by various agencies.  If for instance, and with respect to Dunn’s (1991) definition of the term “integrated”, functional and practice integration should lead to peer integration and ultimately comprehensive integration.  In this instance, organisational change supports practical change for students.  Those changes that are focussed on students and their experience become the desirable outcome.  Organisational change is the method to its achievement.   

This section of the literature search discusses the critical components of outcome measures for students with physical disabilities, the need for accountability in service provision and the ways in which the literature has identified change being measured.

2.4.1  Critical Components

Central to the development of effective practices is the identification of those components of practice that indicate whether services have delivered what students and families desired. Hunt and Goetz (1997) completed a review of 19 papers investigating programmes, practices, and outcomes for students with severe disabilities. Seven themes emerged as being important in the development and evaluation of services.  They were:  

· Parent involvement

· Students with severe disabilities are able to achieve positive and academic learning outcomes in inclusive settings.

· Acceptance, interactions and friendships result from the inclusion of students with severe disabilities in regular classroom programmes.

· Non-disabled students continue to experience on-going educational achievement regardless of whether or not there is a student with severe disabilities in the class.

· Successful inclusion is dependent on effective collaboration at all levels.

· Adaptations of the curriculum are an essential component of effective inclusion.

· Research and practice should reflect the multiple measures, multiple perspectives and multiple-component interventions that have been identified as features critical to the development of effective services (Hunt & Goetz, 1997).

2.4.2 Accountability 

Along with the development of therapy services in educational settings have come demands for accountability.  What should be measured and how this can be done is problematic.  Definitions of outcome and the purpose for which the information is required can complicate the picture as can the perspective of the individuals involved.  In the past there has been a tendency to rely on statistical/technical data since subjective information was regarded as "soft" or "unreliable".  Within the health sector it has been suggested that while there is a need to move away from the past, any instruments that are developed to measure effectiveness should be standardised - i.e. rigorously tested for reliability, validity and responsiveness over settings, students and time.  However, there are numbers of unexpected outcomes of intervention that are specific to individual contexts (Barnard, 1993) and which are important, not the least of which is the consideration of the individual's perspective of their own needs (Duckworth, 1999).  Additionally, the demand for intervention to be functional and related to an individual’s daily life has made the question of measuring effectiveness using standardised comparative data difficult since their validity cannot be guaranteed (Hartigan, 1994; Kientz & Miller, 1999). 
Wilkins (1995) has identified a range of questions that could lead to the development of an appropriate audit system for the measurement of effectiveness.  She asks:

· How can quality be defined?

· How can outcomes be measured?

· How can measurable goals be set?

· Has the intervention produced the change?

· Will this system challenge professional independence? 

2.4.3  Measuring Effectiveness
In order to support moves towards therapy provision in natural environments, a number of researchers have developed tools for gathering information about, and reviewing the progress of, the translation of traditional models of practice into new settings (eg Effgen & Klepper, 1994; Embrey, Yates, Nirider, Hylton, & Adams, 1996; McDougall et al., 1999). However, it is argued that because of difficulties in defining intervention and outcome, such studies provide only part of the overall picture (Duckworth, 1999; Enderby & Kew, 1995; McPherson, Donovan, Taylor, & McNaughton, 2000; Wilkins, 1995). Despite these shortcomings it is suggested that valuable information can be gleaned from the literature pointing to areas requiring further investigation. This can best be achieved when researchers and funding bodies combine with practitioners to investigate aspects of programme development, delivery and review (McPherson et al., 2000).

One suggestion to overcome the difficulty described is to identify outcome measures that can be used in numbers of settings and across.  Preferred outcomes now include maximising function and social integration (Dabney, Lipton, & Miller, 1997), the integration of therapeutic goals across an individual’s day (Bell, 1987) and the maintenance of independent function and good quality of life (Carter, 1997).  These sorts of demands on effectiveness measures point to the use of ecological inventories (Kientz & Miller, 1999; Watling, 1999) over and above standardized measurement devices.

A number of tools have been developed to provide the type of environmentally based assessment previously discussed (see appendix 7) which can be used to measure and record change over time. Features of these tools include:

· criterion referencing of key functional capabilities and performance outcomes (Simmons-Carlsson, 1999)
· consideration of the context of movement within functional activities (Haley, 1994)
· recognition of the student’s ability to participate in various settings subject to the support and adaptations that are required and the performance of skills

· collaboration in assessment and programme planning (Coster, Deeney, Haltiwanger, & Haley, 1998). 

Other assessment tools (see appendix 7 for further information on these models) (Bailey et al., 1993) have also been developed for use in schools and other settings. However many of these particular tools simply provide a means for the description of the child’s needs rather than being able to measure change over time.

Further, difficulties exist with respect to the necessary involvement of the client in the process of identifying goals and for measuring the success of intervention  (Hemmingsson & Borell, 1996; Mawson, 1993) when concepts such as well-being become essential components of an evaluation (Enderby & Kew, 1995; Jewell & Rousg, 1995). Although the prediction of outcome, expectations of success and the actual environment make comparison difficult, functional skills when practised in the environment in which they are needed, offer most promising long term developmental opportunities (Giangreco, 1986) and potential for the development of evaluation measures. 

2.5:  Indicators of Integrated Effective Practices for Students with Physical Disabilities to inform the Research.

This section is concerned with the identification, from the previous sections of this chapter, of a number of indicators that could be used to guide the future research programme in the identifying local examples of integrated effective practice.  The information presented here will, in the next chapter, be compared with data from the interviews and will form the basis on which the discussion chapter is structured.  As is the case in the rest of this chapter, the key questions from the Request for Proposal for the scoping project have been used to organise the material into sub-sections.

Students with Physical Disabilities

The literature search preceding this section has identified a number of issues with respect to the definition of physical disability.  What was clear in this discussion was that even though there may be some need to develop definitions to guide professional practice, medically–based and deficit or deviance based descriptions are limited in their value outside of medical contexts.  It has been argued that deficit based definitions trivialise the experience of disability by identifying specific physiological or medical problems which then mask the real problems inherent in living with a disability.

 In respect of this literature search then, the definition of students with physical disabilities to be included in the research programme must be informed by the following:

· The personal experiences and perspectives of people with physical impairments

· The context within which disability is manifested

· Participation in educational, social and vocational settings

· The effect of social and attitudinal barriers

· The expectations normally imposed on peers of a similar age and status

· Consistency with current definitions (notably SE 2000)

Integrated Effective Practice

For the purposes of the research programme, the term “integrated” refers to the extent to which students with physical disabilities are a part of their local communities (including school communities) as a result of the integration of therapeutic and educational goals into settings in which therapists, teachers and families work collaboratively.

Effective practice refers to a variety of strategies and approaches that bring together methodologies, client outcomes, valued principles and technological advances.  Since effective practice is also contextually defined, there is no one model that can be described.  There are however, a number of indicators that could be used to help identify practices in New Zealand that are potentially integrated and effective.  These indicators include:

· The central role of the client and family in the assessment of need, development of interventions and monitoring of outcomes to ensure;

· Respect for, and recognition of, cultural differences, understandings and treatment preferences

· Recognition of disability in the wider context of people’s lives

· The use of a range of non-standardised ecological observation, assessment and treatment methodologies that are consistent with the ways in which we understand learning to occur

· A focus on quality of life outcomes that promote adaptation within an individual’s environment and functional skills

· Some method for measuring change based on mutually agreed outcomes (including the individual, their families and peers)

· Indicators of change being based on an analysis of relevant factors related to school, home, health, community and vocational settings

· Change can be said to have taken place when an interventions become natural activities in an individual’s life 

· Therapy/Intervention plans are designed for implementation in natural settings across an individual’s day

· Inter-agency and professional collaboration that;

· Addresses issues of overlap

· Avoid problems of communication, continuity and transition

· Aims to reduce pressures on families

· Works in a client centred manner

· Is culturally sensitive

Outcome Measures

The literature has raised a number of issues with respect to the identification of outcome measures that could be said to be indicative of effective practices.  In respect of the research programme, the following points provide a means by which practices in this country could be said to be working in integrated effective ways.   These outcome measures include:

· Extensive family involvement

· Positive learning and achievement on the part of the client

· Acceptance, inclusion and friendships

· The availability of supports to adapt the curriculum wherever necessary

· Interventions that focus on quality of life and include multiple measures, perspectives and components

· Built-in accountability measures based on the definition of outcomes and the purpose for which the information is to be used.

Chapter 3

results

Summary Section

Fifty nine key informants consisting of students, parents, teachers, therapists, service co-ordinators and professionals from related disciplines were interviewed to develop a New Zealand context within which the key issues for this project could be explored.  Data from these interviews were analysed using a grounded theory approach which allowed for the identification and development of key themes across all of the interviews.  Although interview participants came from a range of disciplines and experiences, there was remarkable commonality in respect of the identification of the characteristics of students who should be included in the research, those practices that informed an integrated effective model and desirable outcomes of such practices.

Characteristics of Individuals with Physical Disabilities
Interview participants raised a significant number of issues that impacted on the experience of disability and therefore needed to be included in any description of the characteristics of students with physical disabilities to be included in the research programme.

A number of the participants, particularly those with disabilities themselves discussed the point that disability is an individual experience and is therefore difficult to describe.  These people argued that the built environment, the attitudes of others, the ways in which intervention singled people out, the extent to which other individual attributes (eg ethnicity) were viewed positively or negatively all affected individual’s lives.  To this end, it was argued that disability can not be described by generalised definitions. 

For many people, the experience of physical disability is variable depending on a range of factors such as the availability of support to individuals and their families, the impact of health issues, economic conditions and the extent to which families are a part of their communities.  In addition, individual growth and development meant that disability is not static, that for many people growing up and older meant that their impairment changed, bringing with it, the need for greater and different levels of service which in turn, impacts on disability.

Not surprisingly and given the previous points, the social and physical environment was seen to create disability.  Lack of access, inadequate access, lack of equipment and negative attitudes and practices were all said to conspire against individuals and to exacerbate the limitations imposed by impairment.

Almost all of the people interviewed raised the issue that physical disability can limit the potential for individuals to develop the functional skills they need for daily living.  It was argued that although impairment imposed limits, the manifestation of these limits on an individual’s ability to function independently or semi-independently contributed to their experience of disability.  A significant point with respect to this issue concerned the extent to which impairment limited access to the New Zealand Curriculum.  It was argued that physical impairment limited the developmental and learning opportunities available to individuals and meant that they were likely to experience educational difficulties.  This meant that along with the issues raised above as central to the definition of physical disability, access to quality educational experiences designed to ameliorate the impact of physical impairment was an essential component of the experience of disability.

Integrated Effective Practice

During interviews, the participants were asked to describe the services that they currently and had previously had access to, even if they had not chosen to use them, or they were asked about the service within which they worked.  In addition they were asked to describe their ideal service and what would be required to implement such services.  The responses and discussion these questions generated formed the basis on which this section is structured.

There was concern among many of the people interviewed that it was essential for agencies and organisations to develop on the basis of local need.  However, sufficient policy development and funding support needed to be generated at a national level to enable flexibility of delivery while maintaining consistency of outcome.  This was a specific concern for Maori service coordinators and providers who were interviewed who found themselves in the position of being unable to develop the sorts of services needed in their areas because of restrictive service contracts.  A further concern in this respect was the extent to which bureaucratic demands limited access to funding.

A number of participants discussed difficulties in accessing services even once funding had been obtained.  This was a particular issue for students in mainstream education settings, for people in rural areas and for Maori.   Clearly, appropriately trained staff and planning for the delivery of integrated effective practices outside of Pakeha, self-contained and urban areas are issues to be resolved.

Following on from the previous points, collaboration between and within agencies was seen as essential.  Numbers of parents found themselves in the position being de facto service coordinators and were forced to spend a great deal of time travelling between and waiting for, appointments which, with some care, could have been much more easily organised.  Further, confusion within agencies about the availability of supports and lack of preparedness to provide information about alternatives exacerbated the difficulties that parents had in getting their families’ needs met in a timely fashion.  While it may be that the professional preparation for many of the disciplines providing support to students with physical disabilities stress the value of a particular approach, parents wanted the option of choosing alternatives.  Examples of Maori families being denied access to treatment if they attempted to integrate traditional approaches to health and healing into medical interventions highlighted the need for professionals to have an open mind and to be willing to share expertise and to learn about other approaches. 

Many of the participants in the interviews stressed the need for families to be at the centre of any intervention.  The experiences of families having to spend a great deal of time negotiating with and moving between necessary services exemplified the need for an approach that took their needs into consideration.  Similarly, the need for interventions that met families needs in terms of the ways in which they were delivered and in the settings in which families wanted them completed were issues for numbers of parents.  

It was argued that in education, the IEP process was one that could go some considerable way towards meeting families needs, identifying appropriate interventions, sharing information and expertise and measuring success.  To this end, the need for support for families and professional development for staff were highlighted as critical to the realisation of integrated effective practice.

Measuring Outcomes

The Interview participants were asked a number of questions that would provide information as to the outcomes they would expect from any intervention delivered through their ideal model of integrated effective practice.  They were also asked about any experiences they had had in which components of their effective model had been present.  Along with information concerning outcomes that arose incidentally during the interviews, these questions formed the basis of the discussion relating to outcomes.

It was clear among the participants that a significant outcome of any intervention was the enhancement of the student’s inclusion.  When discussing this point, participants talked about a student’s inclusion with their peers, in classrooms, in the wider community and in their families.  This desired outcome was strongly linked with a number of other desirable outcomes.  Interview participants discussed the need for any intervention to lead to meaningful change, that intervention had to be beneficial to the student in question and their family and that intervention should be informed by a long term view of a student’s needs with respect to well-being and achievement.  Of significance here also was the stated need for intervention to avoid exacerbating the differences between a student and their peers.  One student encapsulated this by saying that anything that made him look any more “different”  (such as obvious support or class based therapy) would result in him being treated differently in the wider community.  

A number of interview participants discussed the need for the inclusion of outcomes relating to the ways in which agencies worked together and individually.  In terms of desired outcomes therefore, a focus on what agencies did and the ways in which they did them was a concern.  Many parents felt that service providers were not family friendly or focussed, and did not concern themselves with ensuring that families had the information they needed to make considered choices.  In three instances, interview participants relayed experiences where information about other services that may have been of benefit to them, had been actively denied them.  

An issue raised by many of the participants was that while services could change to meet the needs of individuals and families, the social and physical environments in which numbers of these services were be delivered were hostile to people with physical disabilities.  To this end, participants discussed the need for services to be active in reducing the discrimination experienced by many individuals.

The results discussed in this chapter are those arising from interviews with 59 key informants (see appendix 4).  Each of these people were, as a result of individual experience, or the location or structure of the service within which they worked, identified as having a range of perspectives on the development and delivery of ideal services to students with physical disabilities.   Those interviewed were identified in the first instance by the members of the Research Sub-group of the Reference group.  Each of the people identified were contacted by a member of the research team and asked if they were interested in participating in the study.  Most agreed but a small number of people suggested other people who they felt would be in a better position to assist in our work.

A full discussion of the methodology employed in completing this section of the study is contained in Appendix three.  It is our intention in this chapter to develop a discussion that details the key points or themes arising out of the interviews.  This task is never an easy one.  In writing about any interaction or situation or experience, the researcher’s responsibility is to help the reader to “see” and to “understand” that which the researcher has also seen and understood (Eisner,1991).  To do this requires the use of language that is capable of conveying the desired meaning and of helping the reader to “know” that which is important.  Inevitably such writing is partial, an incomplete story.  As Eisner says:

Only the less competent try to attend to everything.  The skilled teacher knows what to neglect.  The competent student knows what to focus upon.  The expert chess player knows what patterns on the board count.  Insofar as the writing of criticism is an art, and I believe it is, the writer must be selective in both perception and disclosure  (1991, p90).  

If it is the role of the researcher to be selective in his or her account of an interview or experience, they must also be in a position to account for that which is conveyed to the reader.  This requires that the researcher develop a context within which events or ideas can be discussed and which provide an interpretation of the data that enables an overall understanding to be gained.   Such interpretations are never the result of a single occurrence of an experience in the data.  In this case, the interpretation of the data from the interviews developed concurrent with the analysis of the interview transcripts.  

Individual interview transcripts were analysed initially for information relating to the key questions for this study.  Secondly, the themes or dominant features or recurring messages contained within the interview transcripts were identified.  Thirdly, the information relating to the key questions and themes dominant in each interview transcript were compared with the other transcripts.  At this stage it became apparent that the themes present in individual interviews were common to virtually all of the interviews.  While it could be expected that there would be many parallels between the views and concerns of students, or parents or professionals, the extent to which themes were common across these groups was surprising.  

The point at which individual interview data were compared with that from other interviews enabled the development of theory “grounded in the problems and perspectives of …practice” (Carr & Kemmis, 1986, p122).  Further, and as noted by Carr & Kemmis (p124), it is suggested that the only genuine sources of theory and knowledge of practice are the practical experiences out of which problems are generated.  It can be argued therefore, that the data generated from the key informant interviews and the approach taken to analysis, provides us with a unique perspective on the experience of service provision for people with physical disabilities in New Zealand.  

As already noted, the key questions driving this project formed the basis for the initial grouping of data.  Within each of these sections a number of themes were generated using the grounded theory approach described.  Themes, once identified, formed the basis of the sub-sections used in each section of this chapter.  The section of this chapter that deals with the characteristics of students to be included in the research project is divided into sub-sections which discuss the individual nature of the experience of disability, the potential for disability status to change over time and according to circumstances and the extent to which the environment creates disability.  The section concludes with the presentation of results concerned with the relationship between the development of functional skills and access to the New Zealand curriculum and definitions of disability.

The second section of this chapter relates to the data analysed around definitions of integrated effective practice.  The key themes emerging from this section concerned funding and policy support, interagency collaboration and the role of individuals and families in a collaborative model.  Further sub-sections concern the development of effective teams, the central place of the IEP and planning in integrated effective practice, service delivery issues and the professional preparation necessary to achieve integrated effective practices.

The third section of this chapter deals with outcome measures and raises issues through sub-themes about the extent to which integrated effective practices should support students’ inclusion, self esteem and general happiness and that practice should be meaningful and beneficial.  Further data presented in this section concerns the extent to which organisational outcomes can be identified that will facilitate the delivery of integrated effective practices to individuals and families.  

The final section of this chapter brings together the key features arising from the themes identified in the preceding sections of this chapter that could be used to assist in identifying effective practices in the field.  For the purpose of developing such a tool, the key issues raised in this chapter are compared in a table format with relevant points from the literature search chapter.  Further, this section provides the basis on which the next chapter is built.  The discussion chapter develops and expands on key themes in the literature search chapter and results chapter.

3.1 Student Characteristics

As could be anticipated from the literature search, there was little commonality between interview participants as to the characteristics of children and young people who we might define as having physical disabilities.  Common descriptors included the ability of the child to function physically, concerns about mobility and comparisons with other children.  In addition, a number of interview participants talked about the changing nature of disability over time and as a result of new challenges facing individuals.  Interestingly, a number of participants also discussed the extent to which the physical and social environment defined the parameters of disability.  This included the difficulties experienced by a number of groups whose perceptions of disability did not reflect dominant Pakeha understandings.  

3.1.1 It’s an Individual Thing.

Several groups of interview participants had perspectives on physical disability that differed markedly from the majority of the others interviewed.  The first of these two groups were people who identified as having physical disabilities themselves.  Within this group, the feeling was that disability was a personal issue, that it changed according to individual circumstances and that it could only be perceived according to the individual’s experience:

I think that one of the great misconceptions is that people try and give a generic term for physical disability which I don’t think is possible because the definition of disability is something that makes it difficult or impossible for you to do something…so a disability  can be so forward and far-reaching, it is really quite a personal thing. Um and often it goes a lot deeper than outside people or the person with disability realises themselves. (student)
I’d go to school everyday with the fear of having sports time or having reading time and they’d have to sit on the floor…. Things I couldn’t do that would make me look different. Also the fact that I – sometimes they didn’t even let me try. They just gave me stupid other things to do that weren’t even relevant. (student)

Students with very significant disabilities, however did not necessarily see themselves as very different from their peers. While a non-disabled adult’s perception might be that a wheelchair signalled difference, these students did not necessarily see things the same way:


Interviewer: Is there anything you can’t do here?


Student: No


Interviewer: You can do everything?


Student: I can do it all

The other groups whose perspectives differed were Maori interview participants and the Samoan participant.  Although caution must be exercised in suggesting that these groups shared a common position, it could reasonably be stated that people were first and foremost, members of their communities:

In the Samoan language there is no such word as disability.

That’s like I said to you, like the attitude towards disability, like no one has a disability, everyone has the same.  They may have a hearing impairment or visual impairment, that’s not disability, they can do other things as well. (professional)

For Maori, interview participants discussed the ways in which concepts of disability were difficult to tease out of the experiences of many families.  These participants described disability within the context of health needs, of family support, of financial problems, dislocation and educational difficulties.  The example was given of families who move in order to access national services because they could not afford to keep travelling to use these services or to visit family members in these services.  In doing so, they strain their financial resources, the family supports available to them at home are disrupted, any other children in the family become affected and often parents, who prioritise their children’s needs over their own, experienced difficulties also:

Another case this morning, we’ve had similar cases within our work where there are multiple needs, maybe with more than one child in the family, but also the health needs of Mum or primary caregiver…  Often there’s a whole series of operations over a year or so they’ll move for that reason or they’ll try because they find the expense of travelling backwards and forwards too much…  And you’ve got all the other kids and if they’re being shifted around a lot, it’s getting them in and out of schools…and they don’t want to go, and there’s often behaviour problems associated and the schools don’t want them…  And so, many families are (falling) between the gaps.  We lost one last year with significant needs and it hasn’t shown up anywhere.(educator)

The view of disability discussed by Maori interview participants was echoed by a number of the parents interviewed.  These people claimed it was not possible to separate issues arising from disability  from health, education or social issues.  To these parents their child comes as one person, not a person with distinct parts:

It’s not just education, it’s not just health, it’s not just social!

A further issue raised by all of the participants discussed in this section was that being Maori or of Pacific origin exacerbated whatever disadvantage their difficulties posed for them:

…they’re not only Pacific Islanders, they’re people with disabilities, so their place in the queue is pushed right back.

You’re under scrutiny as a parent.  It’s not only the child that’s being looked at, but you’re being looked at as a parent, so you know.  The difference for Maori families is that they are playing from a different position.  It’s the same fight, but we’re wearing a different number on the back of the jersey you know.  Different team quite often …and there are little invisible signs above doors saying, Maori stay out, or if you’re going to come in, could you please leave your Maori hat on that little hook. (parent)

3.1.2 Physical Disability is not Static.

Many saw the term physical disability as encompassing a range of physical problems.  These problems included those that were very mild and virtually invisible to the untrained observer, along with the very obvious physical difficulties that children and young people with the most severe or multiple disabilities experienced.   An associated issue raised by a number of interview participants was that it was particularly difficult to describe physical disability because it can change with learning, and over time.  For instance, and with respect to dyspraxia, a motor planning difficulty, one participant described it as:

A hidden handicap, so you don’t, a definition of dyspraxia would be that it is a disorder of practice or motor-planning, ideation…and the execution of it are the physical parts…(advocate)

She went on to say however:

…once these children, once they learn something to the point of it being automatic it no longer involves motor-planning, they can do it without thinking about it.  So, when they’re out in the playground with their peers, doing stuff they know, you can’t pick them out but when their skills are challenged…then the difficulties show up.

The parent of a child with cerebral palsy noted that the needs of such children change over time as a result of growth and development:

Because with kids with cerebral palsy which a lot of people don’t understand, they feel that they are born with it and they’re going to stay that way and they’re never going to get worse.  Well they actually do, ‘cause every time they have a growth spurt, their disability becomes more so…as his body grows and he lengthens, his hamstrings and his tendons don’t, so he ends up more disabled. (parent)

For others the variable nature of their condition means that the outward manifestation will be highly unpredictable:

I guess if I was permanently in a wheelchair or permanently had a limp, the kids would understand because yes he can’t do that because he’s got that. But with arthritis, I mean I can go through a summer and be fine – well as fine could be and then one time I can be terribly sore, maybe use crutches, wheelchair, limp, struggle, sleep all the time, and people can’t really understand that. They can’t understand how it can be like a cold and just come and go. (student)

3.1.3 Environments Create Disability.

Significant to the discussion about the characteristics of physical disability was the environment and the extent to which it supported an individual.  One parent noted that as he and his wife aged, their child’s needs changed:

…well, you know, we’re not getting any younger and we’re finding that with all the lifting of Sam we’re getting bad backs and one of us will be out and the other’s ok, we haven’t done it at the same time yet, but we do, we are going to need more aides. (parent)

Similarly, the presence of environmental barriers created disability:

I have less strength than most people do, so that would disable me.  Everything takes me longer than anyone else, so that disables me, and because it takes longer I have less energy than everyone else, and so that disables me. (student)

I guess at school I mostly felt excluded just because there weren’t that many exceptions made for me, like there were certain things I just couldn’t do. Like sit on the ground and run and stuff. Just really the general layout of the classroom and the pressures put on you by the teachers and the children, kind of like stopped me from wanting to do general things. (student)

This changing nature makes the use of categories for defining access to resources very problematic as needs may be variable within and between contexts:

If I fitted into that category of being physically disabled I would get it? Yeah. Well they have carparks. I don’t qualify for one because the form said: can you walk? If you can walk 500 meters unaided you don’t qualify. And I was absolutely shocked, because people with disabilities can change from day to day…sometimes I could run a mile and I’d be fine, but like other days it’s a real struggle, especially in winter, and I don’t qualify for one. So I kind of think that categorising that, I probably wouldn’t agree with them. (student)
It was quite clear to some participants that there was a strong link between the environment and the manifestation of a disability:

Some people have physical disabilities and it doesn’t impact on anything. They manage it quite well because of the circumstances they’re in and because of their family situation and the school they go to. (student)

It depends on how it affects the child and that family (parent)

There is also potential for the larger local community to be influential in the future life of individuals with disabilities:

This is a community and her social environment, needs the friends she’s going to grow up with into adulthood. So we thought its really important that he has that. We’ve got another grown up guy here, who has another significant disability, and I just see the interaction that goes on with his friends and I sort of think that will with Philip if we keep this whole community approach. (parent)

3.1.4 Functional Skills.

Generally however, all interview participants agreed that people with physical disabilities had difficulty doing the things that they wanted to do, or were impeded in being able to meet daily challenges as easily as their able-bodied peers.  One therapist described physical disability as:

A disability of some description which stops children or people carrying out daily tasks independently.  That could be anything from walking to dressing to writing if that is necessary. (therapist)

An advocacy group representative described physical disability as:

Anything to do with the body…(that)..prevents the child from operating in a normal fashion as do other children. (advocate)

As will be noted from the previous quotes, there was a significant focus on function, or lack of, along with comparisons between children and young people without disabilities.  Indeed, most defined physical disability as the “absence” of the ability “to do”, “just like you or I can, or other children can”.  

Parents also tended to describe physical disability in terms of the functional skills their children were perceived to need in order to participate in daily activities, but they seemed to focus more on issues of mobility than did the professional groups interviewed.    Interview participants (parents, teachers and professionals) also commented on the child's ability to sit, or to roll, or to complete functional tasks such as using the toilet independently, dressing, riding a bike, or standing for photos.  

3.1.5 Learning and the School Curriculum.

The ability to develop the academic skills that would enable access to the New Zealand Curriculum was also mentioned in respect of the characteristics of people with physical disabilities.  In particular, interview participants talked about the “physical limitations” that lead to “educational disadvantage”:

I don’t know how to describe it, an educational disadvantage, not an intellectual, I suppose, disability per se, but your mind is limited because of the physical limitation.  One leads to the other.  And I think the greater the physical limitation then the more you will be able to eventually deliver, effectively deliver the curriculum, if you try and take away some of those physical barriers. (parent)

All interviewees were clear that the presence of physical disability affected development across a number of domains.  One parent noted that:

by virtue of having a physical disability, you can also have an intellectual disability)

Some interview participants saw physical disability as the outward manifestation of neurological difficulties that may or may not affect function, but which affected learning: 

Well I guess, any challenge that the student faces.  Perhaps moderate challenge shall we say, with a physical basis.  And to us, um, causes if you like of functioning whether it be intellectual in terms of their ability to keep up with the class due to, whether it be, as I say, central auditory perceptual dysfunction or visual perception dysfunction or some form of inattention due to say epilepsy, we would see those as being physically based. (therapist)

However the lines between physical disability and learning were problematic for some parents:


Because his primary disability is a physical one and yet that’s been taken into account less and less. Its very much focused on education you know, English, maths, his reading. His learning. Rather than – I mean I guess behind it is what his capabilities are because of his disabilities, but the focus isn’t his physical situation…. So everything and anything he goes to do or be included in or attempt, the limitations are there because of his physical disability. (parent)

3.2 Integrated Effective Practice

Despite the wide range of perspectives sought as part of the data gathering process it became apparent that there was a high degree of agreement between participants regarding their perceptions of integrated effective practice. In many conversations, concerns regarding policy and funding were high on individual agendas. Interagency  and intra-agency collaboration and relationships were extensively discussed, particularly in relation to the way these issues impacted on the identification of need, planning, teaming and the delivery of services. The availability of ongoing therapeutic interventions, particularly stretching programmes, was recognised as important by all families regardless of the location in which they received their education. The retention of experienced well-trained staff was seen as a critical issue in the delivery of integrated, effective services. 

3.2.1 Policy and Adequate Funding

Interview participants identified a range of issues that impacted on effective service delivery.  A number had their source in political or policy issues that could not be rectified at the school level. Over and above all other issues there was discontent with the funding levels available through the On-going Resourcing Scheme (ORRS) and Moderate Contract for Students with Physical Disabilities. While it was acknowledged that there would inevitably be a significant group of children and young people who did not qualify for the ORRS, there was also a perception that many of these students missed out on the Moderate Contract also.  Even though students may have met the eligibility criteria, there was often insufficient funding and ongoing support to provide effective programmes:

There aren’t enough hours allocated to provide the service that’s needed and the group targeted doesn’t encompass all the people who need the service. (professional)

Interestingly, there was widespread agreement that in New Zealand’s current economic situation, no one expected that there would be funding for meeting all of the needs that students might have.  It was suggested by one participant however, that if the original intent of ORRS to fund 2% of the school population had been implemented, many of today’s frustrations and anomalies would never have arisen. Further, while some schools were willing to use the Special Education Grant (SEG) to support some programmes, there was agreement amongst those familiar with funding arrangements that this fund was also inadequate to meet needs.  

In addition to a lack of funds, interview participants felt that the two levels of funding allocation (high and very high) within ORRS did not allow for sufficient individual variation even though the system was designed to be needs-based. The suggestion was made that as students’ needs change over time, resources should also be available to reflect those changes. This could be achieved if funding was not strictly formula based but allowed for local flexibility:

I would like to see funding not formula based but … a sum made available to an area to be flexible. … In this area this is how we see our needs and this is how we are going to be most effective, because we’ve got this bunch of skills and we need to do this bit to surround the child as a whole person and make the inclusion in the school and the wider community an effective thing. So my dream would be to have sufficient funding available – not to be ridiculous but to have that flexibility to use whatever skills you need – or get in whatever skills are needed to make the whole thing tick smoothly. (educator)

I think the key for that is local control. Local ownership. So there’s flexibility to actually initiate solutions for problems. (therapist)

Although discussed in greater detail later, it is important to note that there was a good deal of concern regarding equity in respect of funding.  The parents and professionals working with them who were interviewed were confused and concerned that while children appeared to receive a comprehensive range of services in early intervention and early childhood services, the availability of funding supports in the compulsory sector were inconsistent with previous levels: 

There isn’t a direct correlation between those children who received early intervention support in early childhood, won’t necessarily receive the on-going resourcing for school.(service co-ordinator)
They had found that they had had really good input at preschool … suddenly they get to school and it virtually stops and drops off. There’s an awful lot of children that need quite a high input for those first few years at school. (educator)

Similarly, parents and professionals in the field along with parents, commented on the difference in the levels of service funded through education and ACC. 

…equality is important.  … While his accident was tragic, he’s far better supported because he’s funded by ACC to the point where they are almost throwing money at us. You know you just wouldn’t believe it. (educator)

…a lot of inequities seem to surface, when you see a typical classroom where a child is covered by ACC and a child not covered by ACC but have similar levels of either physical or cognitive impairment. (therapist)

However, at the end of the day and in the words of one parent:

I don’t give a toss who funds it. I just know that the kid needs it. It’s all coming out of taxpayers money, so who cares? (parent)

A number of other concerns with respect to the use of funding were also expressed.  It was suggested that in our current economic climate, too much of the money available for services was perhaps tied up in bureaucratic management:

I think there is also that fear as well, that the money actually being put aside for services should be the money being paid for services with the child, and not sewn up in management and all the other particular issues in the politics. (parent)

There were also concerns and misunderstandings at the local level too:

I mean I’m not 100% sure how the funding is allocated for individual therapists … this term the Speech therapist isn’t going to visit so I don’t know what happens to the money that was allocated to us. I guess it gets shared out. (parent)

Interview respondents suggested that if there was more accountability within the system then there would perhaps be more money available to provide actual services for those in need. Similarly, funding difficulties were seen to impact on the monitoring of programmes. Two instances were cited where personal care hours were provided by the Ministry of Health to carry out home based therapy programmes. The therapists who developed the initial programme were unable, for one reason or another, to monitor its effectiveness or to provide ongoing training and support for the carer: 

Parent: I think the training too for the carers that do come in to look after her. Its their job to help get her dressed and things, is also to know – I mean we show them how to stretch , but maybe if they

Interviewer: If there’s more education for them? Bit more background?

Parent: Maybe more education possibly

One suggestion with respect to ORRS was that at the time a student was verified for funding, the costs of the required services, or a variety of service options should also be calculated and allocated. In addition, interview participants wanted some assurances that money would be allocated for long enough to determine the efficacy of services over the long term:

Enough money to make it work, so that it’s not just token…often I think that government gives the money to get set up and then takes it away and the programmes don’t get, or they just get off the ground…If they’re going to do something like this they’ve got to be willing to say look, we’ll let it go for five years and we’re going to see what difference its made to these kids education in that time. (parent)

Access to ORRS funding was an issue that affected numbers of Maori families in a different way:

…when it (ORRS) came out you needed a dictionary to go through that. It was just so huge. It wasn’t user friendly, it wasn’t in Maori. (advocate)

Another interview participant acknowledged this problem at the school level:

There are a higher number of ORRS applications that are unsuccessful at school age for Maori children.  That’s another piece of information that the Ministry would want too…not necessarily because the children didn’t need it, but they (schools and families) weren’t experienced in filling the forms out. (service co-ordinator)

For Maori especially, there was recognition that services needed to be considerably more flexible than current policy or funding initiatives allowed for.  It was seen by Maori service providers that they had a significant role in providing education and information for families to enable them to become more independent and to actively participate in the decision making process:

And just as I said, we recognise the need for parent education, it’s not a significant part of our contract, but we have to build it into our practice.  It would be better to have that acknowledged in the contract with the Ministry…  There isn’t any argument with what the government determines as outcomes of best practice, we would agree with that.  But there’s disagreement around what is needed to input for that outcome…(educator)

The interview participants’ views discussed above had resulted in a number of initiatives to redress the problem.  Central to their plans was the collaboration of a number of services in order to support the development of successful ORRS applications. The needs of Maori families had also been addressed in another area where ORRS funding had been used to develop a 0.1 position for a Maori service.

On the other side of the coin there were benefits were perceived as having arisen from the present ORRS structure:

I would tend to say the current model is better in as far as delivering the service to a mainstream kid. I think education is a lot more effective at delivering the service. Generally very pleased with the service delivery and it has been – 2000 has improved, its gone up one notch. (parent)

3.2.2 Interagency Collaboration

Numbers of interview participants highlighted difficulties in establishing satisfactory partnerships within their own organisations and between service providers.  The barriers that the various groups identified included artificial attempts to quantify eligibility to services and inadequate interpretations of the Health/Education interface guidelines. This meant that education contracts and health-based services were being delivered in different ways around the country and resulted in either non-existent or inadequate services.  The moderate contract was one such example.  The Ministry of Education allocated funds to each region of the country on a population basis and was intended to provide therapy services to each identified student (750 nationwide) at about 33hours per year (Curzon, 2001; personal communication), yet in one area:

….they have clearly said that they would like us to feel some flexibility in determining the hours for each student both in moderate needs and in on-going resourcing, the truth of the matter is, how can we take from someone that they have suggested to have say, two hours a year for their therapy… (therapist)

In another area, health and education providers were collaborating to provide a workable service within the limited budget that was available. The following comments provided an insight into how this team operated:

Respondent 1: Our understanding is that we’re encouraged to be flexible and work for the best outcome for the child, the student.

Respondent 2: We see them and we call it scoping … we give what suggestions we can and we suggest other services … and then they’ll either go on the moderate contract or not. … Every month we go through the list and so for students who haven’t required the service for some time, then they might come off, but then if we are re-approached then we just put them back on the list.

Respondent 2: Sort out their school based problems and if there’s a thought that they want on-going therapy … say to the child and parents that we’d like to take them off the moderate needs contract so that they can then access the therapy services at the hospital and they can always come back to us if there are school based problems again.

However this approach could lead to difficulties with co-ordination within the various systems parents had to negotiate:

We ended up under five different clinics, so we were often over at the hospital three times a week, because they could never co-ordinate. (parent)

The early childhood stuff and then the school stuff and its quite divisive, you know, there’s not necessarily that flow through. And there’s perhaps not the acknowledgement or the understanding of what that means for school and understanding of what that means for early childhood and what it means for the family. (educator)

Transition between services was also an issue for students at the stage of leaving school:

So unless they are ready to leave school and move on – then they can come to us, but we can’t work with them and help them and nurture them while they are still at school. (professional)

This transition when done well can be an affirming and positive experience:

She was one of the teachers that made me want to be a teacher, she was just lovely. … she knew everything. She had contacts. Yeah she was wonderful. … I mean if she wasn’t there to let me in on all of that I would just have not had a clue. I would have worried and stressed and thought: is it worth it? Can I do it? (student)

This young person goes on to say:

Thank goodness it was ‘cause you get to seventh form and everyone is kind of – well what do we do? You know all of a sudden we’re adults and we’re supposed to know what we want to be and do. And that we’ll do it properly. It was really affirming for me.

The problems already mentioned highlight the often expressed need for services and systems to be streamlined, particularly between health and education, but also including ACC, private trusts and the like:

When we talk about seamlessness – at the moment the seams are sewn kind of what you’d sew denim with. (service co-ordinator)
I imagine the seam will still have a bit of a pucker in it from time to time but its worth striving for. (educator)

Despite the barriers identified, many of the participants commented on the need for services and individuals within those services to be prepared to collaborate in order to develop a truly integrated model of service delivery. 

Linking of all the services is an important thing. And quite often because different organisations are dealing with certain things – like one might deal with equipment, the other might deal with education, there just doesn’t seem to a link there that makes them work together very well. (parent)

It was also suggested that this should occur formally between Ministries and departments as such links could potentially have a trickle down effect that would facilitate local communication:

We have the Ministries, that’s probably a good avenue to go through because they develop policies and that sort of thing and they (need to) go out to the community and get the feedback from the community.  And they would be the ones to look at what is the, you know, get the feedback from the community and then formulate the ways of doing it.  Go back to the community and say, “Is this what you asked us to do?” (professional)

Communication and common philosophies were seen by all participants as the key to effective service delivery. However it was recognised that this might be easier said than done:

Some parts are provided by Health and some parts by education, some parts by ACC, some parts by Work and Income or social welfare.  And quite frankly, to get all the various parties to sit down around a table and agree on terms or direction and so forth can be a minefield and a very difficult battle. (professional)

I would like to see a lot closer alignment and philosophy on therapy – health therapies and education. Because I think that the health therapy is more of a medical model, fix it stuff. Early childhood education is much more of a holistic approach, let’s look at the child, let’s see what they need and there needs to be a balance in there. I think we have some real conflicts – we need to work out a way we can work together. (educator)

Developing links with hospital services by arranging joint meetings were good ways of breaking down barriers and developing understanding:

The paediatricians have a morning where we bring referrals to them so we’ve already  talked about it and then if we go (to the appointment) with them (the family) this is becoming a more open process of talking.

What that same group of Paediatricians are talking about – doing paediatric appointments either in the family home or the early childhood centres.  So there is a preparedness for them to come out of the clinic now and do joint assessments – joint paediatric assessments with an early intervention teacher – and that’s pretty humungous. (educators)

Limitations of funding however, meant that many therapists had large case-loads which could compromise professional standards and the ability to collaborate effectively:

The people that are working and helping Carla at the moment in their different jobs, have just got such a big workload on, that they’re struggling for time to get all that extra paperwork done and organising – they’re very busy going out and seeing everybody. (parent)

Questions of eligibility for service and the availability of support from within different systems were frequently commented on as imposing obstacles to good teamwork: 

…huge rivalries existed between service providers. So we had a visiting neuro-developmental therapist who -in those early panicky days is your only source of information, and she was a complete protector of information. She actively worked against other agencies. (parent)

Service providers, historically, working in isolation, not talking to each other. Sometimes a physiotherapist would find out something about an individual, but none of the other providers working with that person knew about it (professional)

She (the mother) didn’t have any information about services which existed outside of the one she was using, and that’s a purposeful lack of information sharing by an organisation because they see anything else as being counter to what their services provide. (educator)

One model that was suggested as a way of managing information and of supporting staff to work together was described as trans-disciplinary. One educator felt that this method of working was a good use of resources and provided the most effective service for the students:

Now the trans-disciplinary model is the most important – well it’s the most powerful in my view. Because that means, not only are people talking to one another before they go in…The speech language therapist can go in with confidence knowing that all the information carried by those people (the team) has been shared with the family….you’ve supported the family with everything they need to know. You’ve reduced the overload of them having a whole lot of people to deal with. (educator)

This model of working did not however meet with universal acceptance.  One occupational therapist believed that such a model was in fact, contrary to her training:

Did suggest we had either the Physio or the OT as the primary therapist for the student and maybe we could minimise our difficulties and that’ s why it’s there. But I think that is really expecting too much in a sense that there’s no way I would consider that I would have the skills to know when a physiotherapy intervention was required necessarily and I think the physio would probably say the same about occupational therapy. You know we can’t suddenly have another four years degree on top of whatever our training is. (therapist)

For one family the present model of service delivery which combined itinerant therapists from SES, and other agencies such as Talk Link and CCS was working well:

80-90% if not more that way there now. (parent)

This parent felt that in order to achieve what for her would be a perfect service, alternative therapies needed to become part of the mix also.

3.2.3 Individuals, Families and Collaboration.

With respect to the integration of services, a number of interview participants discussed the need for a range of options for their children that may be considered to be outside of the traditional education or health models.  One parent talked about the difficulties she had in getting music therapy and riding for the disabled recognised as essential parts of her child’s education programme.  She noted about her own experiences:  


There’s just this barrier all the time to alternatives.
(parent)

Further options that families wanted in their child’s education included Conductive Education, segregated CCS sports programmes, Point Percussion Therapy and Ian Hunter’s Doman Delecato type programme. A number of the parents interviewed had had little support for choosing these options

… we were seeking funding, we were seeking endorsement and really none of the authorities wanted to know, because their question was, ‘Does it work?’ And to be honest as parents we didn’t give a damn.  … We didn’t care whether Conductive Education particularly worked in a narrow defined sense. It filled a gap where there was nothing else. (parent)

Families often felt that the services with which they had contact did not respect their wishes.  However, and without exception all other interview participants identified their first responsibility as being the meeting of the needs of the child or young person. This suggests that communication and the development of working relationships between therapists, teachers and families is critical. The following experience of a student illustrates this issue: 

No one ever asked me: how could you do this differently? Like instead of not doing it at all, and at high school I quite often just told the teachers what I wanted, and that I was going to do it, and that was how they were going to have to let me do it. (student)

It was also important to respect the wishes of the family or caregivers.  As noted by a school principal:

I enrol families. I don’t enrol students! (educator)

To do this, interview participants noted the importance of involving them as integral parts of any team:

…make sure the families aren’t feeling isolated from what is happening. Because quite often a lot of the – a lot of traditionally, particularly medical – traditional medical management models have seemed to isolate families in the entire process. (professional)

I just feel that because they’re at school and it doesn’t go through the health, doesn’t mean that the parents should be totally cut off from the therapy. I know that a lot of parents get very frustrated because they feel they are. They don’t know what’s happening, they feel they’ve got to always ring up and find out. (parent)
It was also necessary to take into account the importance of developing an ongoing relationship with the student and family. The unique knowledge of familieshad the potential to influence the collaborative process:

Like I was offered help by family friends and doctors and physios and stuff and they had more of an understanding of perhaps my personality and the fact that I always wanted to try things whereas at school they didn’t often see that, and they just helped rather than asked. (student)

So for most of the families on this team, there’ll be someone who really knows their story well. And it is kind of a storytelling, a narrative service that we do, so for it to work the way it works, people need to know each other well. (therapist)

Our son is very much an educator of people, both kids and teachers, so yeah, I see that as an integrated model and an integrated approach. (parent)

One parent felt that this underlying relationship was one of the most important factors that needed to be taken into account when providing services:

Interviewer: So what I’m picking up here is that a lot of what you’re saying is that it all boils down to relationships?

Respondent: Yeah

This same parent also felt that these relationships developed over time and through regular personal contact:

When you don’t in one way see enough of him – they know him on paper, but 

they don’t have that same – how would you say it? Working knowledge of him, because they just can’t spend enough time to get that.

One of the barriers to effective relationships between families and professionals were the sorts of assumptions that professionals made about the needs that families have

I think some organisations are good at identifying the need. I don’t want to be – you know, but I think it does happen that maybe some organisations haven’t changed their minds about things and are still using the old fashioned model – one model fits everyone. (advocate)

… so we are not actually doing what the family wants us to do – we have to include them but the bottom line, we have to do what the individual has to do. (professional)

As a result of the “one size fits all” mentality a number of parents recognised that they were forced to battle for everything for their child: 

But what people don’t understand from the day Elsie was born, I’ve had to fight for everything she’s ever had. I don’t – I honestly don’t think I should have to do that. (parent)

These difficulties could be mitigated by supportive field staff:

They don’t tell you what to do. They actually – they will work – they work alongside you and they support you. And they will – you know they’ll tell you what you’re entitled to I guess, but they don’t actually tell you what to do, so if you choose not to take up on an option that would probably be in your best interest – it might take you six months or two years to take it up. They give you that time. It is a respect thing isn’t it? (parent)

The issue of culture and beliefs and practices are important to many people and if positive relationships between families and service providers are important, then it is necessary to consider the perspectives of families.  For Maori and Pacific people that meant recognising and respecting the similarities and the differences between people: 

Our cultures are similar in a lot of ways, but there are things that, you know, are also different. So we need to make sure that we are not using the same model for each of those, you know, different cultures. …(professional)

It was suggested that working together to achieve good outcomes for individuals was best achieved when people:

Learn from those other cultures as well. It’s important because we live in New Zealand. (professional)

As well as having diverse understandings about disability, different peoples often have diverse beliefs about the value of different approaches to health and well-being.  It was recognised for instance, that numbers of parents may wish their children to have access to a Tohunga but that they often felt very nervous of Pakeha professionals knowing about this: 

…about trying different methodologies that are – like what were coming from a Tohunga and so on, and her thinking. Saying to me: now don’t talk about this with the physiotherapist and the occupational therapist, because they might not like it, they might think I’m a bit funny. And she didn’t want to talk. She felt that she couldn’t talk about those things that she was trying for fear it would damage that relationship that she had with them. So a lack of – her perception was that they wouldn’t have valued the other stuff that she was doing and therefore kept it as an invisible part of the overall contribution thing. (educator)

Understanding and valuing the ways people communicate and their differing needs in relation to sources of information are also important considerations when providing effective services to families:

I think there are still some students who are disadvantaged because if you don’t know it, no one will tell you you’re missing out. So if you don’t ask the right questions, no one will say: hey, this is what you’re entitled to. (parent)

Yeah, just making sure that they’re getting everything they need – even the schools which are Kohanga. (service co-ordinator)

The families involved in this study often found themselves acting as a liaison person between numerous agencies and professionals: 

And really its up to me as parent to make sure that information is shared with who needs it from an educational point of view. By the time you’re organising that and the whole hospital thing which is another complete minefield, with a child who is under so many different departments, its just about a full time job to be quite honest. (parent)

Many participants (both families and professionals) commented that in an ideal model a co-ordinator, similar to the case-manger model employed by ACC, would provide one point of contact for parents or caregivers: 

I dont know how that (co-ordination) could be overcome, because I guess that it will always be like that. But just somebody there to link all the services up to make it run smoothly. (parent)

But  have someone there who can say: well this person can help you with that and this person can help you with that. And put you in touch with these people whether it be health or education or welfare agencies, whatever it is you need. (parent)

When large numbers of providers were involved it was possible for families to be overwhelmed by what was happening and by the number of people who were involved:

And coming to an understanding I can’t cope with everyone at once and you’ve got to go away. (parent)

Who are these people? Who are these people walking into my house every two weeks? (educator)

Ultimately, the important issue was meeting individual need:

I mean you’re going to get all different types of families. And I mean you’re going to get some families who cope really well. You’re going to get some families who perhaps fall to pieces and I think you just have to try and do what’s best for the family’s needs at the time. (parent)

3.2.3 Team Players.

The way services were delivered was dependent to a large extent on the type of team model that was employed by the various service providers working in educational settings. Consequently, models of service delivery tended to be tailored to local communities.  In a rural area, one service provider held contracts with health, education and ACC that resulted in a mixture of service provisions. While sounding ideal it did not necessarily make the work of these therapists any easier: 

So it’s very difficult to actually tease out precisely the responsibilities of Health and Education. (therapist)

ACC is responsible for any of the rehabilitation issues of the child and the Ministry of Education is responsible for the educational aspects. Now sometimes they can be blurred in terms of those lines and it’s very – it can be quite difficult to separate it. (therapist)

And the same applies to the provision of essential equipment … even though it’s written in the joint agreement …it’s not simple in its application. (therapist)

If the sorts of difficulties described here exist for service providers, we can only speculate on the difficulties families encounter. In their ideal world, parents identified a number of strategies that would assist the teaming process, that included:

· sharing of information

· a greater understanding of the role of each team member 

· a focus on good listening and communication skills 

· families and caregivers as essential members of the team

· empowerment of families and caregivers to participate and make decisions

Because I think its nice to know that you’re involved and that you do have perhaps a little bit of say as well because it is a team, I think…. Because at the end of the day most people want what’s best for their child. (parent)

The parents interviewed suggested that any ideal model would ensure that families would be fully informed in an impartial way about all the funding and service options that were available to them to ensure that they were able to make informed choices. Choices about schools was also important:

It would be quite nice to have strategic schools that – like say you wanted to go to a co-ed, you could. (parent)

A factor influencing the way people work and deliver service was seen to arise from within the school environment. The attitudes of Principals and Boards of Trustees was seen to be highly  influential in the general acceptance of students with disabilities:

It depends on how the Principal wants to run the school, the Board of Trustees, there’s possibly funding issues. I don’t think it’s a decile thing. (parent)

We did approach a school and we weren’t made very welcome until the ORS funding came in and I had a phone call about a month before Charles was due to start here: Oh would you like to come to our school now. (parent)

To support their work, it was suggested by a number of participants that teams could be attached to schools or clusters of schools to allow for the development of relationships, not only with the student in question, but with staff and parents alike. This was seen as important not only in the development of communication and information sharing between home and school, but also in the provision of an effective service.

It’s a lot for the teacher to understand what the child needs. They need great  communication between the parents. … I mean the teacher can only know so much if they’re told. They just need to be told and they need the two way communication and I guess if I was a teacher I would also – dependant on the disability perhaps, I would probably get them (families) to talk to the rest of the class just so they know. (student)

Respondent 1: We need to listen to schools, so schools and parents and children need to drive our service, not the other way round.

Respondent 2: We’re not a expert model. … We’re not telling them what to do, we’re giving more information so that they can choose what to do more effectively. And I think that works quite well. It’s really interesting how well it works

Respondent 3: So it’s walking alongside rather than – so I mean that’s more time consuming, but its more effective in the end

Respondent 4: You can see over time the schools that have been worked with in that way, just how much confidence and ownership and skill – they can become really good problem solvers for children (therapists and educationalists)

Additional ideas that would strengthen the work of teams included the suggestion that specialist teachers, currently attached to schools would be more effective if they were more actively involved in the whole team approach:

We want them to provide a service delivery the way we provide it really. Its needs based, its not because … its Tuesday and its 10.30. (educator)

Other issues were identified that particularly affected rural families. Services often felt under pressure in respect of their service to rural areas and providers saw value in these instances of working in teams.  However, others were unsure of the ways in which teams could overcome difficulties with respect to frequency of service: 

We’re slightly disadvantaged in that sense that the services don’t come as regularly or as often – when you want them, because they often cluster people together to get value for money. (parent)

3.2.4 IEP and Planning

The IEP was seen an important planning tool. It was the point of contact for all those supporting a student and participants identified it as a time when information could be shared, goals identified, programmes planned and support allocated. The potential also exists for students to be included in this decision making, particularly as they would need to be actively involved in planning for their own futures:

Because she’s getting older and it is probably quite good for her to have – to get used to independence. … And I think it’s important for her to get used to that (managing a personal carer). (parent)

However, a number of the students currently in education were not interested in attending their IEP meetings.  They noted that it was not that they were not interested in being actively involved in these meetings, but that they were boring and that their parents could just as easily represent their views.  

It seemed important that the meetings were well chaired and that records were accurate. It was further discussed that the IEP should reflect how students’ needs change over time.  It was also seen as important that the services available should be flexible enough to respond to such changes. 

There was significant agreement that services should not be set in concrete but that specialists could move in and out of the basic team as and when they were required, to support specific goals:

It depends on what’s happening. If you’re working on a certain area then you need more input, if you’re not, then I think, yes, you can step back. (parent)

Its like a tag team. … So its not about what I think is needed as an OT … so I might be tagged because they have a need that is about what I can do. So I would be in and working with that family. And then I might step back. … so we come in and out of the child’s school process according to what the child and the family and the school want, not according to our own discipline-specific. (therapist)

In order to ensure that programmes continued to meet needs it was also identified that therapists and teachers needed to meet and work together on a regular basis to plan, implement and evaluate programmes:

Because we’re in schools a lot  … I think there’s a certain sharing of knowledge and skills within team members, which means you can gather information about someone else’s intervention and feed back quite successfully. (educator)

Further, it was suggested that a well functioning IEP team was dependent on involved therapists being willing to share their knowledge and expertise for the benefit of the student:

And as my knowledge grows with working with therapists, I can then say: Oh I think there’s a problem with the child sitting. Or there’s a problem with the child accessing the computer. Or what’s the next step in the communication?   (educator)
It was clear that an approach to assessment, programme development, monitoring and evaluation such as that described needs to be supported with adequate resources in terms of time and materials. 

While the IEP process was seen as a way of bringing families and service providers together, it was a process fraught with difficulty.  It was acknowledged that often families needed support through the IEP process and that this required time also.  However, and as identified above, the IEP provided the opportunity to achieve the identification of common goals.  Importantly for families, it also provided for the development of a consistent approach between home and school programmes:

… And if parents have got a different view from the school, it won’t work, its got to be consistent. So our part is, it’s really funny to say, we should be leading expectations. I sometimes have a sense that sometimes we’re not. Parent)

I’ve hooked into the whole IEP programme and that has been working successfully as well. (parent)

3.2.5 Service Delivery

Once a need was identified, it was clearly important to ensure that the necessary services were available.   Effectiveness also required a focus on the needs of the child or young person.  How such a focus is achieved was identified by many interview participants as needing review and was perhaps a function of the uniqueness of individual situations and settings.  One ex-student thought that in a perfect world this focus would be part of the teachers planning:

Well having been studying to be a teacher, I’ve learnt to be inclusive so I guess a lot of my teachers were shocking at that. Like they never made any thought towards me. … So I guess if it was a perfect world you know, the teacher would have already thought of it and already arranged the lesson to suit everyone. (student)

Not surprisingly, little consensus as to how a student’s educational and physical needs should be balanced existed.  Families had differing priorities to professionals and this was often reflected in the type of service, school and programme they had chosen for their child. 

As a parent we’ve had to make a choice of, do we mainstream him because socially that’s the best thing for him? Or do we put him in a unit or special school because physically that’s the best thing for him. So we’ve sort of – as parents had to make that choice and I guess we’ve chosen this because Tom will be happiest himself here, but at the expense of his physical needs. (parent)

Some felt that all an individual’s needs should ideally be met within programmes that were culturally appropriate or in specific school settings while others believed that home-based programmes were essential. 

Take him out (of the classroom). Learn the skill and then go and apply it in the classroom, depending on what it is. But , yeah, it should be able to flow back into the classroom, and I think we mentioned it – yeah, what you’re learning and take from the classroom into the outside environment, well learn from the outside and then take it back and apply it in the classroom. (parent)

This perspective was balanced to some extent by the acknowledgement that families needed time to be just that, and that it was perhaps unfair to expect parents to take on either the therapy, educational or co-ordination role implicit in out-of-school therapy service. Adding to this mix of opinions were those who stated that in order to make a difference, activities should ideally be built around whole of life skills that would be naturally incorporated into the day, be this at home or school:

But a lot of that learning will flow through into what we do. We try and do things at home – maths and measuring and cooking and those sorts of activities. Very much a holistic approach over the whole. (parent)

 There was recognition of the fact that some students did need more intensive therapy than was possible within current constraints:

Respondent 1: I think for some of the kids with physical disabilities, there is a need for more intensive work than we can provide under the ORRS scheme … It’s not many of them, but I think there is a real need to work more intensively with some physically disabled kids.

Respondent 2: Like you know you want to get them on their feet or I don’t know, help prevent contractures or whatever

Respondent 3: And that’s certainly perceived by parents as being a real problem. (therapists)

Maori service providers were clear about the needs of the Maori community in regards service delivery.  Maori management of Maori services, developed on the basis of a Maori Kaupapa was the only way forward.  None of these participants argued however, that these services should be exclusively for Maori, or that they should they be the only options available:

The service is a Maori-based service, but it’s open to anybody that wants to have intervention under that kind of a model…  The key difference is that we’re managed, we’re developed and managed by Maori.  So our whole service is Maori, that we look at different types of intervention that are applicable to Maori families. (educator)

Along with the recognition that Maori have needs that are different to other New Zealanders, was the recognition that although services may all be working to common outcomes, the ways of working towards those outcomes differed.  Therefore, while it was necessary for government agencies to maintain a national view and a watching brief over the services provided to children and young people with physical disabilities, local services had to have the option of developing their own practice, in order to meet the needs of the diverse populations that they served.

It was in the area of ideal models of delivery of therapy services that there was the most variation in opinion. Where the student’s needs were to be met at school, parents felt that high frequency hands-on therapy as part of the daily programme was considered most desirable option. Some therapists also believed that they needed the feed-back that they gained from their hands-on work. For these individuals, the role of consultant was not one that they accepted willingly.  Further, many of these participants believed that programmes needed follow-up at home and that in any system there needed to be sufficient flexibility to allow therapists to carry out home visits: 

I’m not just talking about physio to access the curriculum,… we’ve just been told yesterday that she needs her tendons released. So she’s going to need surgery. And you know we do stretches at home after school, but I just felt it would be good to have a physio who can come in regularly – and not just once a fortnight – I think once a week at least to make sure things are being done. (parent)

I’d like more contact with the home and if staffing was just a little bit different, then you know, I could make more home visits or more home phone calls and just keep that contact, because I don’t think we get enough of the issues from home. (therapist)

One issue that became apparent during the interview process was concern regarding the range of services that agencies and schools were able to provide. Some services relied solely on ORRS funding while others had argued for, and attracted, additional interim fixed-term funding from the Ministry of Education.  Service providers who were working with students in the high and very high needs groups that relied on ORRS funding only, tended to provide a mix of hands-on and consultative services. It was seen, as previously mentioned, that greater flexibility in the use of funding had the potential to improve services even more:

Flexible funding so that you can meet your local needs in a local way. (educator)

In general, the organisations receiving the fixed-term funding described above tended to favour more hands-on therapy.  

A range of programmes are offered around the country.  Not surprisingly, there is greater choice for parents in the larger urban areas. While these services work within a variety of health and educational philosophies they do have common links and appear to fulfill a range of common needs.  

Some families identified the main advantage of Conductive Education, special school or unit based educational programmes as being the regular hands-on intervention that was available from either Conductors or therapists.  In many cases, parents had opted for these programmes because they believed that daily therapy was necessary in order to maintain and develop their children’s physical skills:

And it’s through the work that is done over here that has actually meant that he hasn’t required surgery up until now. … the therapy input that we‘ve had – because we‘ve chosen to attend a unit, throughout his whole schooling and I’ve had that specialist staff on board. (parent)

While there was the perception among some parents and therapists that more hands-on therapy was likely to lead to a reduction in need for other forms of intervention, the reality was that this option was not necessarily available in segregated settings: 

…one has already had an op on it again, and that’s where the guilt gets heaped on. Because how much am I doing at home? Am I using it at home? And then the stuff I’ve asked to do at school – are they doing it? No they’re not because they can’t fit it into their timetable. (parent)

Not surprisingly, where they had the choice, parents often chose the setting where they thought that their child would have access to frequent interventions from qualified personnel:

…I mean that’s why I chose the place, they had a Speech Language therapist, they had an OT and a Physio – all part time, but they were there. (parent)

It had the staff and the special needs unit were very positive, and like she was going to be mainstreamed, but she still had access to physio and OT input from there. I feel they encouraged independence and just being able to choose you know, what she wanted to do. We found she could go there and she had no worries. We knew everything would be there. (parent)

Having chosen a mainstream setting for their child, not all families believed that the role of the therapist should differ from that found in units or special schools:

Her role is very much an advisory thing. It’s not a hands-on thing. And even though she’s very good and very professional to me that is not what my idea of what physiotherapy is. Best practice to me would be to have hands-on therapy. (parent)

As suggested above, there was a perception amongst many interview participants that more therapy was better.  Not everyone interviewed was of this view however, both a therapist and a parent provided an alternative perspective:

So I don’t think we would ever say, more is better. Quite the opposite. You also get into other problems of dependency with people looking to you for answers that they should either be providing themselves or that you can’t provide. So no, I won’t go with more is better. (therapist)

I would actually like to see parents realise that physios don’t need to have hands-on with their children every week because that to me is an expectation that parents have and its unrealistic expectation and its an unnecessary one. But it’s changing a mindset because I mean we’ve told parents that they’ve got this bucket of money for their kids, and all their kids needs will be met out of it, and they’re still operating on that. And my kid has physio with the physiotherapist is what they want. (parent)

The previous points notwithstanding, staffing changes and loss of staff had a significant impact on any service and were perhaps responsible, to a greater degree than philosophy, for parents choosing segregated options. The presence of all of the therapists her child needed drove one mother to select this option. When those services were lost, her child, verified as having very high needs, returned to the mainstream:

… so they ended up with just a part time physiotherapist. … now she’s in a mainstream school where she doesn’t get any of the therapy. … the physio is from SES which is maybe once a year they’ll come and oversee it. (parent)

While it may be that parents selected segregated options more for therapy than for educational or social reasons, it was suggested that a mass of staff in one location could potentially minimise the problems of staff turnover:

And so, you know, a small unit, highly dependent on staff and it can change dramatically from one thing to another. So there is actually something to be said for a place like this where we still struggle to keep staff but you’ve got more of a mass of people so its more consistent I suppose. (parent)

Settings in which a number of therapy staff were located were also perceived to offer opportunities for the team to talk and plan:

I think the big thing too is that you’re actually housed here. Like if you were based in any of those schools it would be so much harder wouldn’t it to make those links . .. because every day you come back and you can follow up with people. (educator)

In contrast one parent whose child had attended a centre-based programme, as well as an inclusive classroom commented:

At the centre we were at, all those therapists were there all the time – there was lot more exchange of information and problem solving and that sort of thing, which I feel doesn’t really happen now. Just having the team there all the time and I mean that’s not going to happen in school even though they have their own offices and obviously they exchange information. (parent)

A significant issue for many therapists was that of moving from health based to education based services.  Although potentially confused with the issue of funding, especially for students on the Moderate contract, one therapist felt that the educational imperative of providing therapy to access the curriculum compromised the work she could do:

…if I’m working through the education system to support a child to access the curriculum, I can do very little with them, and if I work through health I can prescribe and organise my time through all my clients and feel I’m doing my best within my ability. (therapist)

Other therapists were perhaps a little more optimistic about working within an educational model but were also aware of the challenges in working within a different model:

I mean I’m aware that probably working as a therapist in schools is quite specialised and I guess not every health-based therapist is suddenly going to change hats and develop skills for working in the integrated service in the classroom where I know its ideal to work actually, rather than withdrawing a student. (therapist)

It was also perceived that there was a significant difference between the way therapists work in attached units and special schools compared to those providing itinerant services in inclusive settings:

I find compared to other areas, and I’ve also worked in special units, that we don’t tend to work on recipes, this is how you solve this problem, but because we say to people: we’re not going to be giving recipes, we’re going to give you strategies for dealing with all sorts of things around that. That’s why I feel like I’m effective if they can do that. Rather than when I was in a specialist unit, I was giving recipes for particular problems and not much else really because I was seeing the child every day and they expected recipes. (therapist)

Questions of service delivery often prompted comments about the provision of equipment.  People seemed to be confused about who could provide specific items of equipment along with who needed to be involved in any equipment evaluation:

I’m not quite sure really, how those wheels turn.  I suppose I feel a little out of control on that.  There seem to be all sorts of different organisations involved.  You know, you go to this one for this and that one for that.  It’s really confusing.  Accessing equipment is another major issue. (parent)

The wheelchair service was running beautifully for me until they changed it all here, now we have three different places to go to work out what we do with our wheelchair and it is a system that’s not working. (parent)

When the time comes and you do need the appropriate equipment, I don’t think you should have a hassle getting it. I think within reason you should get what is required at the time. (parent)
Raising the awareness of disability issues in society in general was also seen as being an essential element of the services provided by any organisation. This was seen as an important component in the development of friendships and social interactions and in the support of other family members:

I would like, in an ideal world to, probably create more community awareness.  Probably not so much within our family, because our family is very aware, but conscious as my younger child gets older he’s going to have friends and that’s probably, I’d like to see a bit more awareness in the school environment. (parent)

3.2.6 Professional Preparation

In order to support the implementation of an integrated model, a number of issues relating to the training and employment of personnel were identified. In particular, specialised courses for teachers, therapists and aides were pinpointed as necessary to raise awareness and to change attitudes towards the needs of students with physical disabilities. 

If the teacher can’t be bothered with this student that has this different need, well then the rest of the class will take up on that and they will see that that student is different so they’ll act upon it. (student)

I really believe that the children take their cue from the adults that are around them. So if the adults include Jim, the children will and that’s what’s happening.  (parent)

I used to have great anger towards my teachers. You know, I thought they were useless and really inconsiderate and kind of blind to the fact of difference. But I mean, education has only started teaching the teachers about inclusion. I mean I wouldn’t imagine my older teachers ever got taught about how to include children. So I kind of realise that maybe they didn’t really have clue and that might be why. But now I’m thinking – I’m thinking now I have a better understanding – I mean I have a great understanding because I’ve been in both worlds, but even my peers, they’ll come out with a better understanding now – so its going to be better hopefully. (student)

It was felt that sometimes the visual impact of a physical disability affected the decisions individuals made about a student’s ability to learn or benefit from education:

If the way he is and the way he walks and all those things isn’t bad enough. And it was the case to that to me physical disability is bad enough, if these people aren’t willing to help us with regards to education, why does he have to be mentally – I said to them: Why does he have to be mentally disabled too? Parent)

Increasing knowledge about the New Zealand curriculum as well as the professional skills needed to work with a range of professionals in educational settings were also seen as important components of any ongoing staff development programme:

Most physiotherapists really don’t know what education does – they don’t know anything about the curriculum – and I think that whole area has got to be looked at in terms of how we patch those gaps for effective practice. (educator)

I guess the other side of that too in terms of professional development is for teachers to understand a little bit more about the way various therapists see the world. (educator)

In one setting there had been significant professional development to equip therapists with a working knowledge of the New Zealand Curriculum:

I can train as a teacher.  If I choose to work in special education I do a post-graduate diploma in special education.  And I think that there needs to be funding for those graduates (OT and physio) on those programmes.  I think they have to be fieldwork based, blended with academic input so that your therapists that are working in schools need to understand the New Zealand Curriculum.  They need to know what the kids are learning and how they’re learning it, because that’s what we do. 9educator)

Along with therapists and teachers, teacher aides were frequently mentioned as people desperately in need of professional support and development.  In many instances, teacher aides carried out a number of the therapeutic tasks developed for students and as a result, were seen to need training and support:

Because quite frankly with the children, the best rehabilitation practitioners are going to be the people they spend predominantly most of their time with so they need to have the necessary skills. (professional)

…just finding the right person … that she has to get on with and like and someone who understands her needs … and not trying to over protect her that kind of thing…. And I do think they need to be recognised and valued. (parent)

With the right sort of training, because they’re (the teacher aide) the ones that know the kids properly. They know the kids best. But otherwise, we can’t have the OT here every day or the PT here every day to do that sort of thing. And in the end everyone else is going to do it. (parent)

However, the role for teacher aides carrying out stretching programmes was not one that received unanimous support: 

We are expecting untrained people to be forever doing the exercises and stretches without regular follow-up. (therapist)
 In order to benefit from any training opportunities staff also needed to be willing to take on new information and to apply it to their practice. It was important therefore that the right people should be employed.  Ideally these would be stable experienced practitioners.  

You want to keep good people, you do. You want to keep good therapists. You want to keep good teachers, you want to keep good teacher aides, you want good carers in. (parent)

However, this was seen as unlikely to occur as a high turnover of therapy staff was mentioned as problematic in a number of centres. It was of particular concern that turn over and a lack of appropriate training had created the situation where a number of Maori children and young people in rural New Zealand who are verified under ORRS may not be receiving adequate support:

You know we can’t seem to hold our occupational therapists, our physios, there are so few Maori speaking – well, maybe two, three Maori speech language therapists. I think probably its because we’re a rural area. And our kids don’t access services. It’s just not a happening thing. (service co-ordinator)

In order to remedy the issues raised above, lower work loads, achieved by increasing the number of therapists employed, improved training, and increased remuneration were all identified as issues that would need to be addressed.  A number of therapists in particular noted that they really cared about the children with whom they worked, but that increasingly, pressures of work, of home life and of the needs of the therapists themselves, made staying in the field difficult:

I think that’s (passion) one of the cornerstones for any one in this field, because there’s so little money in it. I mean you really do just have to do it because you love your kids. (service co-ordinator)
One way of addressing at least the training needs of new graduates was the concept of internships:

If we offer new grads the opportunity of a one year programme, that they had a blend of field work and after-graduate training in particular focuses. (educator)

In addition to these aspects of professional development, supervision and mentoring was identified as an important issue, especially in ensuring that practice was culturally safe:

We go every month to a hui to talk about what we do. We receive all our cultural and everyday supervision from them. (service co-ordinator)

3.3 Measuring Outcomes 

Although the discussion on outcomes in previous chapters has focussed specifically on the issue of identifying appropriate ways in which student progress could be described and measured, the results of the interviews that follow take a wider view of the notion of outcome.  In essence, the results of the interviews that relate to outcome can be divided into four areas.  The first section relates to desirable outcomes in respect of the extent to which service provision enhances or compromises inclusion.   The points in this section are largely those generated by the interviews with current and ex-students.  

Like the first section, the second section of these results describes outcomes of a qualitative nature.  Although supplemented by comments from a number of teachers and therapists, these outcomes were largely generated by parents and concern the extent to which outcomes leading to engagement in activity, being busy and being happy were priorities for these people.  The third section of this part of the results could be said to most closely resemble the issues raised in the literature on outcome measures and the final part of the results describe the outcomes that the interview participants saw as essential for organisations and systems to work towards.

3.3.1 Outcomes and Inclusion

It must be noted at the outset of this section that all of the current and ex-students interviewed for this study had received their education either in the mainstream with or without support, or in attached units.  Generally speaking, those students in the self-contained settings visited experienced more severe and multiple disabilities.  Additionally, students in such settings had virtually no access to the augmentative communication devices that would have enabled the collection of the interview data provided by other students in this project.  In interpreting this information therefore, caution must be exercised in assuming that what was true for the students we did interview, was also true for more severely disabled students in self contained settings.

In each of the interviews completed with current and ex-students, a number of themes emerged.  Each of these people had at some time during their school careers, access to and support from, a number of therapists and teacher aides.  By far their most common contact, excluding that with their teachers, was with teacher aides.  A number of students also saw speech therapists, occupational therapists and physiotherapists from one to three hours per week.  While all of the students were by and large happy with the services they were, or had received, they were clear that these services should not take place in mainstream classrooms or where their peers could see them. One participant with experience as a teacher and recipient of services commented:

I had a child in one class last year who had to go away and do reading because they were at a low level – so I suppose you can compare it to that. I don’t think it socially improves a person but at the same time the rest of the class needs to understand that that child isn’t any worse – like below the rest of the class. (student)

One parent, while being clear that part of the therapists’ role was to visit the classroom to monitor progress and to observe her son in that environment, was adamant that a therapist’s presence should not create difference:

I really wouldn’t want James to go through half an hour of physiotherapy while the other kids were learning other things or doing other things while he’s lying on the floor.  No, it doesn’t appeal to me at all, and it certainly wouldn’t appeal to him.  He’s a kid with an attitude and he’d say, “look, I’ve got better things to do than this.” (parent)

The students themselves echoed this sentiment.  Interestingly though, while seeing that the presence of therapists in regular classes drew unwanted attention to their difficulties and therefore made their inclusion difficult to achieve, these students were clear that they wanted units to be maintained.  Units they said, were places to go for help when needed and they were gathering points for other students with physical disabilities.  Although the need to blend in with their able-bodied peers was strong amongst these students, so too was the support provided by the unit and by their friends with similar needs.

As students got older and progressed through school they felt that the differences between themselves and their peers grew and so, for students, desirable outcomes became not so much those concerned with developing skills or potential, but of fitting in and of being part of a group:

You want to make me as similar to everyone else as possible.  And the more disabled I feel, and the more disabled I am treated by other people, the more disabled I am perceived by the community at large.  It’s important I wear the same clothes, I do the same things, you know.  I do the same activity that everyone else does because the more dissimilar I make myself, the more dissimilar other people will see me. (student)

Similarly, students were concerned with fairness and justice.  They recognised that although their disability would always impact on their lives, it was important in the provision of services to achieve a degree of equality between people with and without disabilities.  In this respect, parents agreed.  For them though, this was accompanied by a recognition that individual differences between children meant that there was no single or simple answer to the provision of services or identification of outcomes. 

3.3.2 Being Happy

All of the parents and a number of the therapists and teachers interviewed for this project were concerned about their children’s development.  However, there was widespread agreement that if development was the issue, then the most valid benchmark, or outcome measure of this was that the child was happy, that they had self esteem and that they were confident in their ability to try new things:

Children are happy when they are achieving aren’t they?  Doesn’t matter who they are…our children are happy too when they start to achieve things. (parent)

You’d have to assess the fact that the child was happy and wanting to do the learning and participating … and gaining what they were supposed to gain from education … taking into account their abilities and perhaps how they’ve overcome some of those barriers. …just to see that all children are getting on, communicating with each other and the teacher and I guess like – just being happy, learning and expressing their problems. (student)

And my goal is the fact that when he reaches the end of his life, he can look back and say: I’ve had a happy life. That to me is the ultimate goal. (parent)

So if the relationship between the teacher and the specialist teacher, the teacher aides, work well, he’s going to be a lot happier. We’ve noticed that. (parent)

In addition, a number of parents were less concerned about the potential for change and of measuring that change than they were about a focus in their child’s life:

There was focus on her, it was stimulating, it was a learning experience…she learned she was adored…But the cry was, well, where’s the research?  Where’s the evidence that this works?  And by and large the parents were on another plane.  We weren’t interested in research that in five or 10 years might conclude, yes or no, coz five or 10 years on top of a three or four year old, it was too late. (parent)

3.3.3 Meaningful and Beneficial

In order to achieve outcomes that met individual need it was seen as important that the opinions of those who were the recipients of services should be canvassed:

Speaking to her – What did they do? Did anyone see her? How did she find having somebody do her stretches and that sort of thing. (parent)

Interviewer: So sometimes they might help you too much. Sometimes you’d just like to have a go yourself?

Student: Yes

Although aware of the need to provide services that enabled access to the New Zealand Curriculum, a common concern amongst the people interviewed was the need for the identification of long term outcomes that would be relevant to an individual’s life:

The other thing is that legally these children have to be at school and that’s great, we want them to be at school, but they need to be able to learn at their level.  I mean, John needs total adaptation of the school curriculum.  And he needs specialist people to know how to go about doing that.  How to provide the things that are going to be meaningful and beneficial to him in his life. (parent)

To the extent that it was seen as important to identify long term outcomes, it was also seen as important that outcomes needed to be practically oriented and directed towards the improvement of a student’s physical skills.  To this end, one participant who worked with students with multiple disabilities suggested that in an ideal world, the therapist could actually support the development of skills in areas in which students were already successful:

…that if a child had no need in an area, then with children with multiple disabilities certainly, perhaps the area that we should be ensuring that that child is having great success, in which case we might need to use the skills and knowledge of a physiotherapist to extend an ability rather than deal with a disability. (educator)

A number of interview participants raised the issue of the New Zealand curriculum and the recognition that the most important outcome for therapy was for improved access to that curriculum.  For the more severely disabled students whose needs were discussed in the interviews, there was some concern as to just what this might mean.  As noted by one parent:

I mean the point is, I’m trying to say that any basic normal tests on a child, a child’s understanding of the curriculum and learning, you know, she wouldn’t pass, she’s unusual in that context.  So what does that mean? (parent)

This parent went on to relate a discussion he had had with a Hungarian conductor some years before.  The conductor had told him that all children with physical disabilities were also handicapped intellectually and that this occurred in such children as a result of their limited access to their physical environments and the consequent loss of developmental opportunities.  For this parent then, desirable therapeutic outcomes were those that would provide access to some of those lost developmental opportunities.  He went on to say:

So, what I’m suggesting is that by her being able to stand behind a walker and walk, it actually advances her ability to absorb the curriculum.  All of those barrier removals, speech language therapy, physiotherapy, occupational therapy, um, it’s the first rung of the ladder stuff, but it’s a prerequisite I feel to the curriculum. (parent)

While the previous perspective could certainly be said to offer some promise in the determination of desirable outcome, there was also a feeling amongst other participants that therapy would offer something additional to the curriculum and should not stand in the way of curriculum access: 

…you know, if a child is up-taking some of that physical rehabilitation how much of the curriculum are they actually losing out on?  And it’s trying to make sure that a good balance is being maintained. (parent)

Along with access to the curriculum in a developmental sense, there was also recognition that a valid measure of the success of an intervention was the extent to which a student could participate in curriculum based activity autonomously.  Relevant to this issue was the importance of fostering functional skills, and where necessary, curriculum adaptation. 

To these ends, therapists in particular, were concerned that whatever the outcome measure, it had to be specific to the individual and setting, it had to be observable, and it had to be measurable.  Although a number of the interview participants discussed the need for some sort of tracking system to ensure that goals were relevant and achievable, there was a widespread feeling that it was unlikely that standardised measures were of a great deal of use:

Interviewer:  …do you use standardised assessment to say, help you?

Therapist:  Some, um, some.  Although I’ve found in this job, like my kids at Pine Beach School, I can’t use them because they’re (students) not standardised because I can’t (go through the assessment steps in the prescribed ways) so it makes them irrelevant.  But I do actually use them just to get a sort of a benchmark to go from.   

 One assessment tool was mentioned as being a useful guide to identifying whether progress towards specific goals was occurring in school settings.  

But as well as the performance of the child – or of the participation of the child I think the School Functional Assessment would be a good tool for us all to use. (therapist)

This assessment, the “School Function Assessment” (see appendix 7) sets out skills in numbers of domains relevant to educational settings so is seen as having some value in assisting in the identification of goals.  One therapist made the following comments about this assessment being used with a student:

…it’s terribly time consuming I find and I haven’t used it as much as I should.  But the interesting thing about it is that this particular student has a very serious set of challenges, physically and intellectually, the whole thing.  And I did it towards the end of last year I think…Now just over the last week I went through it again with her current teacher’s aide who is also very astute and skilled.  And just looking at the student and just general impressions you’d have from talking to others and so on, I would have probably thought, “I don’t know if we’ve made any progress at all with this student.”  But, the interesting thing is that she has made gains and moved. (therapist)

Along with the School Function Assessment, the fulfilment of IEP goals was the only other tool identified that could be used to determine whether expected outcomes had been achieved.  However, there was a degree of cynicism as to the validity of IEP goals for measuring progress:

They don’t make progress.  And like we write goals for what we want children to achieve, so that in three months or six months time we can tick off that we’ve achieved them.  We certainly get quite good at writing goals and making them small things, but with some of those ORS students all you’re talking about is maintenance. (therapist)

Because if you relied totally on the IEP, you’d think we didn’t do much at all for most kids. Because most of them are pretty poor in terms of evaluating where kids are at. So if you saw it as a measure of success, well, I mean! (therapist)

A comprehensive tracking and monitoring system had been developed in one setting.  This system had been developed by a number of teachers and therapists who had taken the achievement objectives in specific curriculum areas and then tabulated them along with skills for daily living and transition goals.  Each student had a file in which all of this information was kept and where their own levels of skill against goals was recorded.  These files were then updated on a regular basis and were used to identify future curriculum related, daily living or transition goals.  In this setting, the teacher aide was given responsibility for ensuring that exercise routines, stretches or specific activities were completed regularly.  Using monitoring sheets in this way also provided opportunities for therapists to track or monitor progress, or up-date goals:

And we do put a significant monitoring role over to the teacher aide as well…there’s been training take place on video for the teacher aide and the family, they both have copies, one’s in the school, one’s in the home.  It has a schedule where it’s signed by the teacher aide as having happened.  So the physio…can attend to that child on a very regular basis in one of two ways: she knows when the exercise programme happens and she can go and have a look and say, “Is this right?  Does it need modifying?”  Or she can do it herself, she can ask that it be videoed so she can view it… (educator)

For students with more severe disabilities, and for those who were seen as less likely to make progress in the accepted sense, most of the participants talked about the importance of maintaining skills, or movement or of reducing the likelihood of surgery.  Similarly, for these students, quality of life, or the enhancement of an individual’s life were seen as important outcomes of therapy intervention:

And yet you look at the quality of their life if that wasn’t, if that money wasn’t put in, that’s all you can compare it to in order to let yourself know it’s successful.  So it’s not fair necessarily to talk about progress. (therapist)

I just find this whole enjoyment thing often isn’t  - I think sometimes it’s not taken into consideration. (parent)

This said however, and with respect to a specific student, one therapist made the point that it was simply not right to have expectations pitched so low that it was acceptable practice to assume that some individuals would not make progress.  This therapist felt that one way to address her concerns about the expectations that were held for some students was for education to take a wider view of its role than she saw currently occurring.  She felt that there was insufficient emphasis on looking beyond school and on the identification of outcomes of education that related to self esteem, vocational opportunities and on the development of friendships and relationships including sexuality issues.  

3.3.4 Organisations and Outcomes

A number of parents in particular felt somewhat trapped in the services they currently used.  An advocate encapsulated the issue as follows:

Advocate:  You know, accountability covers more than just the finances, and there are some schools around who are so uncooperative and so difficult with parents.  And there’s no accountability for them.  Some of the things they’re doing, I can’t give you instances and I certainly can’t name any names but some of the things that are happening in some schools out there is so bad, so bad that parents end up changing schools.

Interviewer:  So you’re saying in the ideal world one of the ways you would know it’s effective is that people would be open?

Advocate:  That there was more of a standard amongst schools and address these things with a similar attitude.

A therapist made a similar comment by noting that there was a need for some equity between service providers.  While she felt that it was perhaps unrealistic to think that provision mirroring that of ACC might be available across the board, she did feel that in some areas, treatment or therapy of an unacceptable level was all that was available.  In attempting to redress this situation, her ideas about outcome revolved around adequacy of service provision:

Interviewer:  So your measure of success really is based on the identification of a student’s need and on the provision of adequate services rather than necessarily on the skills the student has acquired?

Therapist:  Well I suppose I am expecting that the services are going to provide that.  You could sort of put any part of the system under the microscope…but I think in the end are the children receiving the, I’m just saying that if they’re receiving the services then they should be getting the results we expect to get.

A number of parents also spoke about the adequacy of services in meeting their children’s needs.  These people were concerned that as a result of the poor quality of numbers of options, there was little consistency between services (particularly between early childhood and school) and as a result, few choices for parents.

In one setting in particular, a family focus was discussed.  The interview participant noted that her responsibility was to serve families, to listen to them and to provide support for the sort of team that best met families’ needs.  This person noted:

And look, it doesn’t take much if you think it through.  If I were a family how would I feel about this?  You know, has someone thought about this for me?  So I think that it’s our reflection on those things, that actually make the best practice. (educator)

Although it is important not to assume commonality of approach across groups, a note of caution regarding the role of families was raised by a member of the Pacific community who works with school leavers and others.  This person suggested that it was very common amongst numbers of Pacific communities for parents and others to speak on behalf of their disabled family member.  In her own work she noted:

We have to keep in mind that we are here for the individual.  So we are not actually doing what the family wants us to do, we have to include them, but the bottom line, we have to do what the individual wants to do.  Because in my culture, the Samoan way, most people will speak on behalf of the person with the disability because you know, they think that because the person has a disability, they are not able to talk for themselves…  So, in most cases we will always interrupt and try to go back to the person with the disability and ask, you know, is this really what you want? (professional)

While it is clear that parents and families must be involved in service development and planning, a number of concerns about the form that involvement takes were expressed by a number of Maori service providers.  A significant outcome for Maori was not simply involvement, but the need for service providers to listen a great deal more:

…we find there’s a lack of understanding.  If the time had been taken to explain the importance or significance of certain programmes, then the family member might have been more fully informed about how to integrate that information and perhaps shift in how they were feeling or responding at that time. (educator)

Another service provider noted:

I’d say, I mean parents who have children who don’t make paediatric appointments, who aren’t getting immunised, that’s not a new thing in our community, like that’s a second, third generation thing, happening with us.  And just something like in our area there’s been a move by the hospital to send our educators into our communities and that’s having an impact I think.  Yeah, trying to get the parents more into it, more aware that their babies need help. (service co-ordinator)

This is not to suggest that dialogue between Maori families and service providers is one involving the transfer of information to families only.  A significant outcome for services is for them to recognise the particular issues that face Maori as a result of poverty, loss of family support and of differing belief systems:

Of the need for services to recognise that …some of the cultural practices that Maori people do are an intervention. (educator)

Of the need for an open mind  …and in my experience I’ve had workers who have seen that accessing a Tohunga was negligent… and said, if you’re not going to do this, you’re not going to have access to our service.  (educator)

It is important to note that these interview participants had seen change over recent years, however there was an on-going need for services to become a great deal more open to of Maori families.

Maori interview participants were also concerned about the extent to which Maori families, “fell through the cracks”.  Although there was recognition that many of the issues raised with respect to people being lost to services were not unique to Maori, there were other problem, as discussed in previous sections, that meant that it was more likely for Maori to become alienated from services.

Parents had a number of ideas about the ways in which service outcomes could be guaranteed.  Some felt that all of the services necessary to a student with physical disabilities should be centralised under one umbrella organization that would have responsibility for ensuring quality.  Others felt that it was necessary for there to be more competition.  In this way, they would be able to choose the best of what was available for their children.  

One suggestion for ways of improving the delivery of adequate and appropriate outcomes to parents was with the adoption of a trans-disciplinary model of working.  Within this model, a key worker would be responsible for the collection and collation of information and priorities from a number of professionals.  This person would then be responsible for providing that information, along with suggestions for achieving goals, to families.  This suggestion related specifically to a common concern expressed by parents.  Lack of information about the options they had for services was an issue for the majority of the parents interviewed.  One parent talked about the active with-holding of information as a result of professional rivalry, others talked about the most successful ways of finding out:

Word of mouth has been quite powerful when it comes to services I have to say actually. (parent)
Not only was it seen as necessary for there to be change in the provision of information, but for service providers to take an active role in ensuring that there was a focus on attitude change both internally and externally.  Similarly, interview participants felt that service providers should also focus energy on developing community awareness about physical disability and related issues.

As a way of ensuring the adequacy of identified outcomes, many of the participants discussed the need to ensure that services adapted to the needs of the individuals using them rather than requiring the service user to take what was on offer.  Of particular significance was the importance of families and of the recognition that the individual with the disability is but one person in the family.

In looking towards the future some suggestions did emerge from conversations about the type of ongoing investigation that might provide further information about integrated effective practice:

It would be good to look at what funding is available for kids with physical disabilities – I mean special schools and special units and seeing how it compares with mainstream kids. Because if we had that funding we could do a good thing with it. Couldn’t we? (educator)

If they had physiotherapy every day does it make much difference to the outcome than us coming along problem-solving and being needs based. (therapist)

If we wanted to measure outcomes we could use the School Function Assessment. I mean we could use that to measure outcomes because it does participation, equipment, teacher aide support and what the child can do, so it covers a broader range of things. So if you wanted to compare models in two settings that would probably work quite well. (therapist)

Respondent 1: We think would this kid have had a better physical outcome if they were in a special school or unit? But we say no – we think- we don’t think they would have, they’d  still end up with scoliosis and contractures and everything else and they’re having therapy every day.

Respondent 2: Speech every day and they still can’t talk.

Respondent 3: Wouldn’t it be nice to have that level of staffing and we could do it in a way that’s effective – but not only in one place. (therapists and educators)

This chapter has reported on the interviews that were completed with participants who were either current or ex-users of therapy services, parents, advocates or professionals within the field.  A range of data concerning the characteristics of students with physical disabilities, the components of integrated effective practice and preferred outcome measures has been discussed.  The following section brings the key points from these findings together with the key issues raised in the literature search chapter.   

3.4  Key points from Literature Search and Results Chapters 

This section is intended to link the key points arising from the interviews and the issues identified in the literature as being relevant to the aims of this scoping project report.  The aims of this report are to:

· Identify set of criteria to define the parameters of student characteristics to be included in the research programme

· Develop a working definition of integrated effective practice

· Describe a range of outcomes against which potential components of effective practice need to be measured.

The key points from the preceding two chapters that are listed in the table below form the basis for the discussion in the next chapter.  It is also possible, as identified by the Research sub-group of the Reference Group, that this set of “ideal” indicators from the interviews and literature search could form the basis of a pragmatic tool that could be used to identify patches of effective practice in the field.  

In the table that follows, key points have been bullet pointed according to their relevance to the aims of this project report.  In the section of the table “Integrated Effective Practice”, italics have been used to group key points into relevant sub-sections.  Where possible, similar points in the section of the table from the literature search have been italicised.

Table Two:  Key Points from literature Search and Results Chapters

Key Points from Results Chapter
Key Points from Literature Search 

Student Characteristics:

Physical Disability is:

· Dependant on an individual’s circumstances and experience

· Socially constructed on the basis of barriers, attitudes,  practices, relationships and communities 

· Intertwined with health needs, family circumstances, economic issues, family support and education

· A result of a wide range of physically based issues that lead to limitations to participate in the activities of daily living (including educational access)

· Not static and changes with time, growth and opportunities

· Exacerbated by racial and other prejudices
Student Characteristics

The literature search suggested that the definition of students with physical disabilities must be informed by the following:

· The personal experiences and perspectives of people with physical impairments

· The context within which disability is manifested

· Participation in educational, social and vocational settings

· The effect of social and attitudinal barriers

· The expectations normally imposed on peers of a similar age and status

· Consistency with current definitions (notably SE 2000)

Integrated Effective Practice

Services and delivery can be said to be integrated and effective when:

· Sufficient funding is available to meet individual, programmatic, organisational and monitoring needs

· There if funding flexibility and transparency in funding use

· There is local control and management of services

· Consistency between agencies, services and sectors around transition

· Bureaucratic demands do not inhibit service provision
· Agencies collaborate to build strong relationships that are supported by useful protocols and policies and that regular communication occurs

· Agencies provide coordination services

· There is agency support for transitions

· Case loads are managed to ensure the effectiveness of individual services

· Individual roles are clearly defined and staffing is consistent

· Families have information and options about alternatives

· There is respect for the wishes of families and the centrality of students

· Families are team members

· Service providers develop enduring relationships with families and service users
· Teams develop according to local need

· There is a focus on changing attitudes and creating positive environments for students

· The IEP is the focus of contact and planning

· The IEP records changes

· IEPs are regularly reviewed

· Families are supported through the IEP process
· There is a balance between physical and educational need

· Flexibility in programme model, location and delivery occurs

· All staff are well trained and have access to on-going professional development, supervision and mentoring
· All staff are familiar with the educational context and the New Zealand Curriculum
Integrated Effective Practice

The literature has identified the following components of integrated effective practice:

· Inter-agency and professional collaboration that;

· Addresses issues of overlap

· Avoid problems of communication, continuity and transition

· Aims to reduce pressures on families

· Works in a client centred manner

· Is culturally sensitive

· The central role of the client and family in the assessment of need, development of interventions and monitoring of outcomes to ensure;

· Respect for, and recognition of, cultural differences, understandings and treatment preferences

· Recognition of disability in the wider context of people’s lives
· The use of a range of non-standardised ecological observation, assessment and treatment methodologies that are consistent with the ways in which we understand learning to occur

· A focus on quality of life outcomes that promote adaptation within an individual’s environment and functional skills

· Some method for measuring change based on mutually agreed outcomes (including the individual, their families and peers)

· Indicators of change being based on an analysis of relevant factors related to school, home, health, community and vocational settings

· Change can be said to have taken place when an interventions become natural activities in an individual’s life 

· Therapy/Intervention plans are designed for implementation in natural settings across an individual’s day



Measuring Outcomes

Effective services are said to have been delivered when programmes:

· Promote inclusion, including access to peers and avoid the creation of difference

· Focus on equalising opportunities available to students with and without disabilities

· Focus on self esteem, confidence and achievement

· Are meaningful and beneficial to students

· Are developed with a long term view of development, are practical and easily maintained

· Seek input from service users and their families

· Use assessment and monitoring approaches relevant to the situation and the student
Measuring Outcomes

The literature has noted that the indicators of effective outcome include:

· Extensive family involvement

· Positive learning and achievement on the part of the client

· Acceptance, inclusion and friendships

· The availability of supports to adapt the curriculum wherever necessary

· Interventions that focus on quality of life and include multiple measures, perspectives and components

· Built-in accountability measures based on the definition of outcomes and the purpose for which the information is to be used.



Chapter 4

Discussion

Summary Section

This chapter brings together the key points from the literature search, and the results of interviews.  The purpose for the chapter is to identify the commonalities and differences between these two sources of data and as a result, to describe the characteristics of students to be included in the research, to identify the key features of integrated effective practice and to develop the base on which outcomes of intervention can be measured.

The chapter is divided into the sections described above and forms the basis of the development of a research proposal that is outlined in the next chapter.

Characteristics of students with physical disabilities

The discussion completed in this chapter notes that the basis on which disability is understood has changed.  Whereas disability has generally been thought to have arisen as a result of impairment, there has been increasing recognition that the attitudes that other people hold towards those with impairments results in society wide practices that discriminate against this sector of the population.   This being the case, student characteristics must include, along with an analysis of the difficulties people experience in the course of their daily lives, recognition of the social construction of disability.  

A further and not insignificant issue in this section concerns the relationship between disability and a range of other factors including health or medical issues.  While the research has been at pains to separate the issues of disability from those of health, a number of those interviewed expressed the concern that such divisions were artificial.  While it is important that disability should not be confused with health or medical issues, it was clear that one often impacted on the other and as a result, had to be considered in any definition.

Therefore, for the purposes of this research, the students to be included in the programme are those whose:
… cultural and family life, educational, social and vocational experiences are compromised on an on-going, but not necessarily consistent basis by physical and attitudinal challenges that require adaptation or support from the social, and physical environment.

In addition, students included will be those:

· whose physical difficulties have impacted on their developmental or educational opportunities to the extent that they require an adapted curriculum or on-going support. 
· who may be receiving services through ORRS or the moderate contract, or they may have been verified for services which they are not receiving, or may not have been verified but have experienced some developmental or educational disadvantage as a result of physical limitations. 
· who experience limitations in participating in, or completing the activities and tasks of daily living that are typically associated with people of their age, culture and economic circumstances as a result of some physical disturbance.
· who experience discrimination due to the attitudes and practices common within the non-disabled community and within the built environment in addition to their physical limitations.  This includes the experience of double discrimination on the basis of ethnicity.  
· who, along with their families, experience difficulties associated with their health or economic circumstances, and/or educational and social opportunities.

Integrated Effective Practice

As will have been noted in the last section of the previous chapter, there were numbers of correlations between the views of the interview participants and the issues raised in the literature. In addition, interview participants raised questions and concerns about the realisation of integrated effective practice that are unique to the contexts in which such services are needed in New Zealand and the constraints of funding and policy.  There was strong agreement that, if agencies were concerned with developing their practices to better reflect those elements of effective practice described in the literature, then the recognition of the uniqueness of New Zealand’s population was essential in tailoring services to meet local needs.  Similarly, funding support was critical to ensure that agencies had the time necessary to develop appropriate relationships with their communities and central policy development had to support local initiatives.  

In respect of the research therefore, the following points reflect the analysis of literature and interview data and identify the key components of integrated effective practice.  It is suggested that in the future research, these key points and the accompanying discussion can be used to identify both gaps in current provision and where exemplary services exist.

Integrated effective practice is achieved when the wishes of families are respected and trusting relationships are built over time.

Integrated effective practice is indicated when there is effective interagency collaboration.

Integrated effective practice is indicated when there is raised awareness of disability issues within schools and the wider community

Integrated effective practice is achieved when teams collaborate effectively in the planning and implementation of individualised programmes

Integrated effective practice is achieved when client centred meaningful goals are developed and  functional skills are learnt in natural settings.

Integrated effective practice is indicated when service providers are willing to consider new ideas, pay respect to alternative forms of intervention and assist families in making informed decisions. 

Integrated effective practice is achieved when there is recognition that staffing concerns about  work load, training and on-going supervision need to be  addressed 

Integrated effective practice is achieved when funding and resource allocation supports the diverse needs of children and young people with physical disabilities.
Outcome Measures

There are a number of issues that are central to the definition of outcome measures of integrated effective practice.  As has been noted elsewhere in this report, the identification of outcome measures need to be informed by those expectations that clients and their families have of any intervention.  Similarly, the principles of practice must be valued by all the members of a team, such practices must be relevant, up to date and informed by research.  Not surprisingly, they should also be seen to result in positive change.  Outcome measures therefore, are multi-tiered.  At one level they must concern the extent to which service providers facilitate the inclusion of practices into their own work.  At another level, outcomes are concerned with the ways in which individuals and families are part of the intervention process, and finally, outcomes must be focussed on long-term change in the life of an individual with a disability.  To these ends, this report advocates the adoption of outcome measures for the research that are focussed around the following points:

A key outcome of therapy provision is that it enhances the student’s inclusion.  

A key outcome measure is that programmes are focussed on improving the quality of a student’s  life.   

A key outcome measure is the extent to which the student and family’s priorities form goals.  

A key outcome measure is the extent to which goals are measurable across a range of domains.   

A key outcome measure is the extent to which therapy is integrated across the curriculum

A key outcome measure is the extent to which therapists, teachers and agencies collaborate in the development and delivery of services.

This chapter is concerned with bringing the key issues from the literature search and the results of the interviews together.  As has been the case in the previous chapters, this chapter is divided into sections that relate specifically to the key concerns that this project was designed to consider.  They are; the characteristics of students who should be included in the research programme; the identification of the key elements of integrated effective practices; and the description of outcome that could be used to measure the effectiveness of specific practices.  

Once the information from the literature search was combined with data from the interviews, a number of specific concerns emerged in relation to the key issues for this project to address.  For instance and with respect to the identification of student characteristics, there are real difficulties in attempting to reflect the social construction of disability while identifying the features of students who have physical disabilities and whose voices need to be included in the research.  Similarly, the identification process requires that the students involved in the research experience some physical limitations, yet it is critical to avoid the development of any criteria that might describe a student in terms of their deficits.  This being the case, the discussion chapter is focussed on identifying the commonalities and the differences in the literature and in the interview data and with the formulation of the key features that can be used to identify students, describe the components of integrated effective practice  and develop a profile of the points that could constitute the basis of a tool to measure the outcomes of intervention.

4.1 Characteristics of Students with Physical Disabilities to be Included in the Research Programme

As was signaled in the literature search in this report, disability has come to be conceptualised somewhat differently than in the past.  Whereas disability has been thought to be a condition affecting some people, there is increasing recognition that it is a creation of specific social and historical beliefs and contexts (Ballard, 1994).  This means that physical disability cannot be described as a collection of physiological or medical facts about an individual.  Rather, disability can be described as a result of the analysis of the experience of:

· living in social settings with the challenges an impairment imposes; 

· interacting with other people; 

· the effect of attitudes and beliefs others hold about impairment. 

The New Zealand Disability Strategy (Ministry of Health, 2001), along with other works (e.g. Finkelstein, 1980; Gething, 1992) has highlighted the ways in which attitudes, beliefs and practices have created the experience of disability among people with impairments.  Physical disability is therefore, the social experience (usually negative) of a physical impairment, where impairment is the loss or abnormality of psychological, physiological or anatomical structure or function or appearance (Gething, 1997).

Impairment and disability are inextricably linked.  It can be argued that it is impossible to experience disability in the absence of impairment.  If it is the case that disability is most often experienced as a negative attribute (Ministry of Health, 2001; Finkelstein, 1980), then we must also consider the potential for descriptions of impairment to lead to the adoption of negative beliefs by the public at large.  As noted by Keith Ballard (1994), the 1975 New Zealand Government Department of Education Handbook for Educational Psychologists described children with Down Syndrome as “mongoloid” and who were “generally ineducable”.  While this may be an extreme example, and we would argue that it would not happen today, it does show quite clearly how so-called professional descriptions could lead to beliefs and practices that create disadvantages for the children so labeled. 

Descriptions of physical disability must therefore reflect both the consequences of impairment and of the social and physical environments in which impairments are manifested.  We must ensure however, that in describing impairment, we do not fall into the trap of exacerbating the experience of physical disability by using terminology that identifies some people as failing to demonstrate the attributes that lead to social acceptance in our community.

The literature search discussed previously identified the importance of defining physical disability in order to develop a uniform professional language that can assist in the support of such people.  To achieve such ends we must avoid deficit based descriptors (Bailey et.al., 1993); recognise the social context of disability (Craig et.al., 1994; Gething, 1992; Haley, 1994; Sherry, 1999; Wylie, 2000); its educational implications (Wylie, 2000) and recognise the importance of participation in the activities of daily life (Coolman et.al., 1998; Rothstein, 1994; Shakespeare, 1994).  The interviews completed have described physical disability as an individual experience related to the social and physical circumstances in which a person lives, and as being related to function and educational opportunity.  Within each of these themes a number of sub-themes also emerged.  Examples of these include the recognition that physical disability can lead to a lack of educational opportunities that will result in learning difficulties, that disabled people are likely to experience further disadvantage if they are not of the majority culture and that physical disability cannot be viewed in isolation.  

If we are to adequately explore, identify and develop models of integrated effective practice, the description of students to be included in the research programme must take account of the issues raised in the literature search and the interviews.  Along with this recognition, account must also be taken of the issues inherent in describing an experience that is both individual and affected by wider social attitudes and practices.   The following discussion is an attempt to do just this.  The key themes described in the literature and in the interviews have been brought together as key issues.  The discussion developed around these issues then provides a context within which the characteristics of the students and their experiences to be included in the research programme is  described.

Descriptors must not be deficit based and must be consistent with Special Education 2000.   Given the environment in which we work and the context within which this study has been completed, it is essential that whatever the characteristics of students with physical disabilities are decided upon, there must be consistency with the verification process and provisions for service of Special Education 2000 (Wylie, 2000).  This being the case, we must also ensure that we avoid any set of characteristics that are deficit based (Bailey et al., 1993) or concerned with the identification of specific medical criteria indicating deviation from “normal” behaviour.  

As was noted in the results section of this document, a number of respondents discussed the issue of accessing the curriculum.  These people raised the point that they felt that although physical disability was concerned with an individual’s ability to function in a physical sense, this meant that their developmental and educational opportunities would be limited.  This is consistent with the criteria developed for verification into ORRS which discusses the need for significant adaptation of the curriculum.   

It is important to note, especially with respect to the identification and description of “unmet” need, that a number of concerns were raised about those students who had not been verified as eligible for ORRS or the Moderate Contract.  Additionally, there are numbers of students around the country who have been verified but for one reason or another, are not receiving services.

Therefore, students who should be included in the research programme are those whose physical difficulties have impacted on their developmental or educational opportunities to the extent that they require an adapted curriculum or on-going support.  Additionally, these students may be receiving services through ORRS or the moderate contract, or they may have been verified for services which they are not receiving, or may not have been verified but have experienced some developmental or educational disadvantage as a result of physical limitations. 

Descriptors must be concerned with functional skills across educational, social and vocational domains.  Although it could be argued as somewhat arbitrary given the previous comments, the most commonly articulated descriptors in the interviews suggested that any set of characteristics needed to be concerned with identifying the ways in which an individual’s physical skills limited their participation in daily activities.  In this context daily activities concerned functional skills (Coolman et al., 1998), and educational, social and vocational skills (Craig et al., 1999; Gething, 1992) Haley, 1994; Llewellyn & Maher, 1993).  

While this sort of an approach may sound straightforward, a number of interview participants reminded us that the physical limitations an individual experiences may be mild and difficult to observe, or they may be very obvious and accompany other impairments.  Additionally, as a result of a number of factors, the manifestation of disability may vary over time and according to the circumstances in which an individual is working. 

For the purposes of the research programme, people with physical disabilities include those who experience limitations in participating in, or completing the activities and tasks of daily living that are typically associated with people of their age, culture and economic circumstances.
Descriptors must be flexible and recognise the role of the environment and attitudes.  Significant to this section of the discussion is the recognition, as noted by a number of interview participants, and as referred to in the literature, that an individual’s experience of physical disability will change as a result of the context within which an individual is participating (Graves, 1995; Haley, 1994; Hurst, 2000; Pfeiffer, 2000). Also, and as noted in the interviews, the experience of disability will change over time, as a result of changes in the environment, demands placed on students, and changes within the individual.  Clearly, any description must be capable of accommodating such change.  

Of necessity, recognition that the environment impacts on an individual’s experience of disability must also include the impact of the attitudinal barriers on opportunities for participation in the activities of daily life (Gething, 1992; Rothstein, 1994; Shakespeare, 1994; Sherry, 1999). To this end, attention must also be directed at recognising the extent to which Maori and Pacific people experience disability as a “double negative”.

For the purposes of the research programme therefore, students to be included are those who, as a result of their physical limitations, experience discrimination due to the attitudes and practices common within the non-disabled community and within the built environment.  This includes the experience of double discrimination on the basis of ethnicity.  

Descriptors must recognise the intersection between disability, health, education, social issues and family.  Although caution must be exercised in assuming a direct relationship between health issues and disability, a number of the interview respondents made the point that in many instances, it is not possible to separate health, educational and social concerns.  These participants made the point that it is the individual in the context of their family and life that is important, not whether a problem or issue or concern is relevant to health, educational or social service agencies.  In addition, Maori interview participants discussed the interconnectedness of disability with individual and family health, family function, community, finance and education.

For the purposes of the research programme, people with physical disabilities are those who, in addition to physical limitation, may, along with their family experience difficulties associated with their health or economic circumstances, and/or educational and social opportunities.
A student with a physical disability could therefore be characterised as:

A student whose cultural and family life, educational, social and vocational experiences are compromised on an on-going, but not necessarily consistent basis by physical and attitudinal challenges that require adaptation or support from the social, cultural and physical environment.

In respect of the inclusion of students with physical disabilities in the research programme, it is suggested that the following criteria apply:

· Students whose physical difficulties have impacted on their developmental or educational opportunities to the extent that they require an adapted curriculum or on-going support. 
· These students may be receiving services through ORRS or the moderate contract, or they may have been verified for services which they are not receiving, or may not have been verified but have experienced some developmental or educational disadvantage as a result of physical limitations. 
· Students who experience limitations in participating in, or completing the activities and tasks of daily living that are typically associated with people of their age, culture and economic circumstances as a result of some physical disturbance.
· Students who experience discrimination due to the attitudes and practices common within the non-disabled community and within the built environment in addition to their physical limitations.  This includes the experience of double discrimination on the basis of ethnicity.  
· Students who, along with their families, experience difficulties associated with their health or economic circumstances, and/or educational and social opportunities.
4.2 Integrated Effective Practice

The factors that were identified in the literature as being important elements in the provision of an integrated effective model of service delivery were reflected in the views of the participants in the interviews. Eight indicators have been developed to provide bench marks that describe the elements that make up such a service. 

 Integrated effective practice is achieved when the wishes of families are respected and trusting relationships are built over time.

The development of understanding of individual families and their needs together with knowledge and respect for their views were issues that were identified by both the literature and the interview participants as being number one priorities in effective service delivery (Gallegos & Medina, 1995; Graves, 1995; Hanson et al., 1999). This encompassed the particular need to consider and respect the cultural background of families (Dennis & Giangreco, 1996; Mana, 1999; Ratima et al., 1995; White et al., 1999). In forming trusting relationships service providers would be better placed to ensure that children and young people were receiving appropriate support designed to meet individual need (Cormack, 1997; Piggott, 2000).  Participants also noted that families should be provided with information about all of he options that were available to them. This would ensure that they then had genuine choice and would be well placed to make informed decisions.

 Integrated effective practice is indicated when there is effective interagency collaboration.

A common issue noted in both the literature and the interviews was the fact that families of children with disabilities frequently find themselves in the position of co-ordinator given the wide range of services they often have contact with. If there was more effective interagency collaboration (Giangreco, 1997; O'Connor, 1995; Sebastian & McDonnell, 1995), families would be relieved of this role and information would flow freely between service providers. A result of this would be improved transition processes into and out of the school system (Fowler et al., 2000), a better utilisation of resources (McPherson et al., 2000), the development of understanding between health, educational, social and welfare agencies (Coster, 2000; Giangreco, 1997) and a system that was genuinely user friendly. One suggestion that was frequently identified by participants was the idea of a co-ordinator who would be able to facilitate interagency and within agency service delivery and co-operation, this was also mentioned by  writers such as  Giangreco (1990).

 Integrated effective practice is indicated when there is raised awareness of disability issues within schools and the wider community

Parents often felt that there needed to be an increased awareness of disability issues within society in general and the school in particular. This reflects the points highlighted in the governments’ new Disability Strategy  (Ministry of Health, 2001). If a range of service providers are to come together to provide support for children and young people with physical disabilities it will be necessary for them to develop deeper understandings about disability awareness, the roles they are able to play and the influence attitudes and beliefs have on the acceptance and inclusion of children with disabilities in their local communities (McPherson et al., 2000).

 Integrated effective practice is achieved when teams collaborate effectively in the planning and implementation of individualised programmes

Families are integral members of the school team. In order to provide effective support in schools, teams need to be developed that are committed to working together to develop common goals (Giangreco, 1995). Therapists and teachers must be prepared to collaborate to devise programmes designed to achieve these goals. It must be recognised that this will be an ongoing process that demands time for planning and review to occur. Needs change over time and this needs to be recognised in resource allocation. Therapists should only be part of a team if there is an identified need for their services in designing and implementing programmes (Bundy, 1995; Giangreco, 1995). Consideration may need to be given to the types of teams that are employed (Rainforth & York-Barr, 1997), the transdisiplinary model having been suggested by one participant as one that has the potential to allow relationships to develop with families, while reducing the number of individuals parents and teachers have contact with.

Integrated effective practice is achieved when client centred meaningful goals are developed and  functional skills are learnt in natural settings.

In developing effective programmes to meet goals several critical points were highlighted.  The child or young person should be considered to be the centre of any focus and it should be their needs not those of therapists or teachers that form the basis of  programmes (Giangreco, Edelman, & Dennis, 1991; Law et al., 1995).  The goals should be meaningful in the life of the child and their family and there should be provision within models of delivery to allow liasion with the family through home visits (Piggott, 2000). The issue of therapists being able to follow-up school programmes in the home was an issue identified by most families  and a number of therapists as highly desirable. 

The context of any activity is an important factor in skill acquisition and many writers stressed the importance of learning skills in the environments in which they would be required (Dunn, 1991). It was noted that only in this way would interventions have the potential to be life changing (Scrutton, 1984). If these practises could be implemented, the potential exists to develop holistic approaches to service delivery that would be more effective in meeting the needs of individual children, young people and their families.(Giangreco, 1995; Hedges, 1988; Hunt & Goetz, 1997; Ministry of Education, 1993; O'Grady et al., 1997)
 Integrated effective practice is indicated when service providers are willing to consider new ideas, pay respect to alternative forms of intervention and assist families in making informed decisions. 
Over time a number of alternative services and approaches to intervention have been available to families with children with physical disabilities (Adams & Snyder, 1998). These may be based on different cultural ideas about health and disability, may arise from new scientific knowledge (Hayes, 1999) or from alternative approaches to intervention (Liberty et al., 1991). There will always be differing opinions about the relative merits of any particular approach but families should be supported in the choices they make. Therapists in particular need to be prepared to critically examine their practices in the light of current thinking and be prepared to modify their practice and incorporate new thinking into their decision making (McEwan & Sheldon, 1995). Many families and therapists identified the need for therapists to be available regularly to provide a hands-on programme of stretching. However the literature was not supportive of this practice (Bell, 1987; Tardieu et al., 1988) and suggested that a range of approaches including positioning and mobility were more effective in the long term. Further information may need to be gathered to gain a deeper understanding of the issues involved. Regardless of professional background those involved with families must be well informed in order to assist families when decisions need to be made.

 Integrated effective practice is achieved when there is recognition that staffing concerns about  work load, training and on-going supervision need to be  addressed 

In order for those working with children with physical disabilities to perform their jobs effectively consideration needs to be given to their ongoing need for training to improve both knowledge and skills (Caswell, 1998; Coutinho & Hunter, 1988; Effgen & Chiarello, 2000; Fischer, 1994). Well trained and experienced staff are likely to form the core of effective teams as they would then be available to mentor and supervise new employees.  Teacher aides too should be included in this group as they are essential members of many teams and their ability to carry out a range of programmes is often the crucial factor in the achievement of goals (Kasser et al., 1997).

Training is not the only solution to effective work practices. The most experienced therapists and teachers only have a limited number of working hours each week and therefore the attitudes of management to workloads becomes an important issue. Consideration needs to be given to achieving a balance between field work, travel, administrative duties and in-service  support. 

 Integrated effective practice is achieved when  funding and resource allocation supports the diverse needs of children and young people with physical disabilities.
Both the literature and the interview results have highlighted the difficulties that exist in describing the characteristics of students with physical disabilities. This problem is reflected in the frustration expressed by many participants in their attempts to get the full spectrum of the needs of these young people identified. Without this recognition appropriate funding and allocation of resources to meet individual needs will not be forthcoming. In the absence of such support it is unlikely that any service would be able to lay claim to being either integrated or effective.
This section of the discussion has highlighted those indicators that need to be present in order for any service to be described as both integrated and effective. How these indicators are utilised to develop a range of outcomes against which potential components of effective practice need to be measured will be discussed in the section that follows.

4.3 Outcome Measures

As has been discussed previously, the notion of effective practice encompasses a range of approaches to therapy provision that have relevance to specific settings and individuals.  To this extent, effective practice is somewhat difficult to define and consequently, could be said to be difficult to measure.  However, the literature has alerted us to a number of concerns, which, if a practice is said to be effective, must be present with respect to its design, implementation and integrity.  In particular, effective practice must encompass the following:

· A focus on client outcomes

· Principles of practice that are valued by all of the participants in the process

· Practice that is informed by technological advances in the field

· Methodological integrity exists along with a sound theoretical basis that is consistent with existing literature

· Desired outcomes are consistently produced

· The process is valid for different social groups (Peters & Heron, 1993)
In order to achieve the preceding the following set of questions should inform our work:

· How we define quality;

· How specific outcomes are set;

· How measurable goals are set;

· How we know that the intervention produced the desired change;

· The integrity of the professionals involved is maintained (Wilkins, 1995)
The following discussion points provide an outline and justification for the identification of a range of quality outcome indicators.  These points have been extracted from both the literature search and from the interview results.  In particular, the discussion points are concerned with identifying and clarifying what we would consider to constitute “quality” in respect of service provision along with identifying the ways in which all of the voices involved in the process are heard and validated.  Further, the discussion then raises issues with respect to goal setting and measurement of change and finishes with a review of the role and participation of therapists.

It is anticipated that this section of the discussion will form the basis of a tool that can be adapted to a range of settings and situations to determine whether the practice under investigation could be described as “integrated and effective”.  The final section of this part of the discussion therefore describes a framework that could be further developed or used as a checklist in any subsequent investigation.

4.3.1 Service Quality

A key outcome of therapy provision is that it enhances the student’s inclusion.  
While it must be remembered that the students interviewed for this project were small in number and had experienced education and therapy provision in mainstream settings, they were clear that any extra provisions made for them, had to facilitate inclusion with their peers.  As was stated by an ex student:

You want to make me as similar to everyone else as possible.  And the more disabled I feel, and the more disabled I am treated by other people, the more disabled I am perceived by the community at large…

A number of parents were of a similar mind.  These perspectives are largely similar to a number of those expressed in the literature search, that is, that a key outcome for any therapy provision is that such provision should enhance opportunities for inclusion (Dunn, 1991) and social integration (Dabney et al., 1997).  A key indicator of effective therapy provision could therefore be argued to reflect the extent to which special educational provisions, and therapy in particular, are integrated into the practice of the classroom (Ministry of Education, 1997) and the natural environment (Baker, 1999; Bell, 1987; Dunn, 1996; Hayes, 1999; Lambert, 1992; Wylie, 2000).

A key outcome measure is that programmes are focussed on improving the quality of a student’s  life.   

A number of the interview participants either worked with, or were parents of, children and young people with more severe disabilities.  Although these people were all concerned with moving forward, they were also concerned with the potential for their clients and children’s physical skills to deteriorate.  As was noted by Carter (1997) along with skills development, maintenance or prevention must be seen as relevant goals for many children.  In addition to stretching to prevent deformity, therapists and parents talked about such skills as rolling over, reaching, grasping, swallowing and standing to enable transfers to occur without risk to either the student or the person assisting.

For those students who were recognised as being more capable, quality of life concerned successful interaction with the curriculum and as a result, inclusion (Dunn, 1991). There was also considerable discussion about the notion of independence for both the student and their family.  To this end, service provision must be geared towards supporting the student and family to become active problem solvers (Baker, 1999; Larin, 1998; White et al., 1999; Wishart et al., 2000) 

In all cases, interview participants were concerned that therapy should lead to a situation in which the student is as active a participant in their environment as possible and that above all else, they are happy and feel successful.

4.3.2 Voice

A key outcome measure is the extent to which the student and family’s priorities form goals.  

Even though the students currently receiving service who were interviewed did not necessarily wish to be a part of the IEP process, they expected their parents to represent their views.  In addition, a large number of the other interview participants discussed the importance of thinking and of goal setting, over the long term.  One couple spoke of the importance of planning for the time that they would not be able to physically lift their child.  A number of the professionals interviewed discussed the need for a long-term view and the need for giving priority to practical skill building and on general physical development.  The literature reviewed for this study is in agreement with the sentiments of the interview participants.  The active involvement of clients is seen as critical (Gallegos & Medina, 1995; Hunt & Goetz, 1997), it is essential that planning is completed with a view to the long term (Sparrow, 1978) and there must be a focus on skill development (O'Grady et al., 1997).

4.3.3 Measurement

A key outcome measure is the extent to which goals are measurable across a range of domains.   

It has been discussed in previous sections that disability is not something that should be considered in isolation, that it is inextricably linked to health, family, social and community well-being and economics. To this end, measurement of any change must take into account, not only the individual, but their family, their school, their health, social, and where relevant, vocational concerns (Giangreco, 1997; O'Grady et al., 1997; Snell, 1997)  In addition, in taking such a focus, we are alerted to avoid the potential to begin thinking about disability or need, in negative terms. It is suggested that to do so results in a down-grading of any expectations of progress (Giangreco, 1997; O'Grady et al., 1997).

A further significant point here is the importance of ensuring that successful learning or change has occurred. To this end, it is argued that it is only when permanent change has been observed that learning can be said to have occurred (Baker, 1999; Scrutton, 1984).

Along with the integration of therapy into education have come calls for standardisation of measurement. While this perspective is not without its attractions, it is problematic. As discussed by Hunt (1997), practice should reflect the multiple measures, perspectives and interventions necessary for the development of effective services. White (1999) also cautions against the use of standardised measures that do not take account of an individual’s social and cultural milieu.  As was also noted by a young therapist in the interviews:

I can’t use them because they’re (the students) not standardised… so it makes them irrelevant.  But I do actually use them just to get a sort of a benchmark to go from.

It could be argued therefore, that even though there may be numbers of instances in which a standardised measure can provide something of a benchmark, caution must be exercised in interpretation as a result of the variety of settings and situations in which assessment and intervention needs to take place.   To this end, the use of ecological inventories such as PEDI or SFA is advocated (Kientz & Miller, 1999; Watling, 1999).

4.3.4 Therapy

A key outcome measure is the extent to which therapy is integrated across the curriculum

 As seen from the results discussion and has been noted previously in this chapter, this is an area in which little agreement has been achieved.  A number of therapists felt that they were most successful when they worked on a hands-on basis with their students.  One therapist even felt that her ability to work as a professional would be compromised without the constant feedback provided by physical contact with her students.  Others were not so sure that direct therapy was necessarily in a student’s best interests.  One interview respondent spoke of the need for therapy to support a student’s access to the curriculum and that as such, their work had to be informed by, and to provide opportunities for, the student to develop skills within the natural environment.  Dunn (1996) makes a similar point.  She calls for teachers and therapists to work collaboratively and for teachers to engage with the work of therapists (McEwan & Sheldon, 1995) to the extent that therapy issues can be addressed even in the absence of therapists.  

A key outcome measure is the extent to which therapists, teachers and agencies collaborate in the development and delivery of services. 

 One of the interview participants described her preferred model as transdisciplinary.  In this model the importance of what Giangreco (1991) described as role release was highlighted.  This process sees various disciplines sharing their knowledge and expertise in order that families worked with one person only who had sufficient knowledge of their colleagues priorities for the student.  In the model described by the interview participant, the key worker was the one whose input was central but that that person was also responsible for ensuring that the priorities of other disciplines was also acknowledged and addressed.

4.3.5 Quality Outcomes:  Key Indicators

Promotes inclusion:

· Does not single the student with the physical disability out

· Skills and goals integrated into the student’s school day

· Skills and goals rehearsed in the environments in which they will be used

Quality of life issues are a focus:

· Students’ skills are maintained and extended

· Student gains in what they can do

· Student learns to solve problems as they are encountered

· Student actively participates in the environments in which they are typically involved

· Student is happy to engage and participate with others 

· Family becomes more independent and are active problem solvers

Student and family priorities are at the forefront:

· If not directly involved, the student’s views are represented at IEP meetings

· Planning takes whole of life issues into consideration

· Programmes are geared to the development of practical skills

· Programmes are focussed on developing students’ physical skills

Change and Measurement:

· Learning leads to long term or permanent change

· Change is measured across multiple settings

· Change is measured with respect to the inclusion of the student in educational, social and vocational settings

· Ecologically valid assessments of change are developed and/or used to record change

· Families, friends and significant others are included in the identification and measurement of change

· Family function is considered in respect of the measurement of change

Therapy:

· Therapists and teachers engage in dialogue about the integration of therapy priorities across the curriculum and within the context of daily life

· Therapists, teachers and others collaborate in the identification of responsibilities and delivery of services.  Where more than one agency is involved, interagency collaboration of a similar nature also occurs

· Therapists share their knowledge with teachers and others in support of therapy priorities

· Therapy priorities are integrated across the curriculum

· Teachers and others can describe therapy priorities and where they are to be addressed

· Teachers and others are provided with support to ensure the safe execution of therapy priorities

· Goals and priorities can be addressed in the absence of therapists by staff who are knowledgeable and safe in their practice

Chapter 5

CONCLUSION AND Rationale FOR FURTHER RESEARCH

New Zealand’s history of providing special education support to children and young people with physical disabilities stretches back to the late 19th Century.  Through numbers of initiatives and as a result of a variety of provisions, students with physical disabilities have accessed services designed to meet their developmental, educational and physical needs.  Although there have been attempts to ensure equality of provision and access, there have always been inequities between students, schools and regions of the country.  There are many reasons why such differences exist.  Aside from the issues inherent in developing services that meet the needs of a diversity of families, settings and preferences there has been little agreement as to what actually constitutes an ideal package of services to children and young people with physical disabilities.

Over recent years numbers of researchers have begun to grapple with the notion of the ideal service for children and young people with physical disabilities.  Many of these researchers have been concerned with the appropriateness of various delivery models of physiotherapy, occupational therapy, speech language therapy and other treatment regimes in educational settings. This report has reviewed the literature in which a number of models of therapy and educational provision have been developed and evaluated.  Each of these models share common attributes of which the central component has been the integration of students and their families, therapy, education and related professionals in functional, natural settings.  

Interestingly and despite the development of a number of models of service delivery, it is clear from the literature that no one model of service provision will meet the needs of all students, families and settings.  This being the case, the development of a sound theoretical base to any model has been seen as critical.  Similarly, methodological integrity, rigorous evaluation and consistency with the literature are central characteristics of ideal services.  Further and with respect to the appropriateness of any model of education and therapy provision, the relationship between the service and the social milieu in which it is used is as important as the potential for that service to produce consistent outcomes.

If there is agreement that services need to develop according to the needs of the children, young people and their families that use them, then it is essential to know about the conditions that encourage or limit effective service provision and the extent to which existing services meet identified needs.  To this end, numbers of interviews have been completed with individuals who have been identified as having an in-depth understanding of the issues affecting effective service delivery in their communities.  This report has presented the voices of some students who either use or have used services along with the voices of their parents, teachers and therapists.  In addition, information on service provision issues that have specific relevance to Maori and Pacific people have been sought and recorded along with the experiences of people providing and receiving services outside of educational contexts.  

The results of the interviews that are reported here concur with the literature reviewed earlier in this report.  Specifically they speak of the challenges inherent in defining the characteristics of people who have physical disabilities and who should have access to effective services. Central to this definition is recognition of the ways in which our society contributes to what is frequently a negative experience of disability.  Interviews with key informants also speak of the range of attributes an effective service comprises and of the interconnectedness of families, priorities, therapy and education.  Finally, the interviews speak of the importance of looking at education and therapy as a long-term enterprise and of inclusion and autonomy as measures or markers of change and development.  

The understandings that have been gleaned from this project have helped to place notions of integrated effective practice into a New Zealand context.  However, the discussions that have occurred with those people who agreed to be interviewed have also left us with a number of concerns.  There are reports of parents who feel that they do little else than chase services for their children and of the rural areas where few services exist.  In addition, this study has reported the voices of Maori who must leave their identities behind when dealing with professionals, and there are records of students who are alienated from their peers in what should be inclusive settings.  There are also absences in this report, the most glaring of which was the opportunity to talk with those students whose speech required augmentation.  These voices are missing because the students met in the course of this study had no access to any form of augmentative communication support.

This study has begun the process of developing an understanding of the challenges inherent in providing, participating in, and using services that focus on support for students with physical disabilities.  However, further research is essential.  This report set out to describe the characteristics of the people who should have access to effective service provisions.  The key components of an effective service and the outcome measures that determine its effectiveness have also been identified.  In developing such understandings this study has also reported on the reality of service provision for a number of people across the country.  

5.1  On-going Research

A key outcome of any research of this nature must be that those working in the field have the opportunity to participate in the development of integrated effective services.  Similarly, children and young people with physical disabilities and their families have the right to the best services available. To this end, the findings of this study provide a basis on which further work can occur.  This report describes the experiences of numbers of people who already work in, or access services and it makes some reference to inappropriate services and to unmet need.  What is problematic here though, is that while it has been suggested that some students are receiving services of some sort and others are missing out, there is a paucity of information that can help to develop a clear picture of the extent of service provision and of unmet need.  A number of surveys that have been reported in this study have been conducted over recent years, but as has previously been discussed, they are of limited value in helping to clarify the extent of, and the need for, services in educational settings.  

5.1.1 Survey

It is proposed that in order to develop a clearer picture of the extent of service provision, further analysis of such provision, or lack of, is necessary.   This analysis can be completed in a number of ways:

· Firstly, a comprehensive review of the data already held by the Ministry of Education should be completed.  

In 1998 the Ministry conducted a survey of all schools in an attempt to identify those students with moderate physical needs who were at that time, not receiving any service.  In addition, the Ministry maintains a database on all ORRS applications, the nature of the criteria under which applications are made, and the success or otherwise of those applications.  This information, if brought together, will provide an understanding of the current allocation of resources by the Ministry of Education across New Zealand.  In addition, a review of data on roll numbers and resource allocation from special schools and units around the country will supplement this data.

· Secondly, available data from both ACC and the Ministry of Health as to the number of students they currently fund will supplement information from the Ministry of Education.  

· Finally, a survey of a representative sample of mainstream schools should also be completed.  

The aim of such a survey will be to provide a basis from which it will be possible to make a judgement about the national distribution of resources outside of ORRS and the Moderate contract and ACC and Health Ministry funding (e.g., SEG and other funding sources and services).  In addition, schools will be asked, on the basis of the definition of the characteristics of students with physical disabilities developed in this study, to identify students with physical disabilities who are not receiving any services.  

In order to achieve such an end, schools will need to be carefully selected on the basis of their geographic location, decile and the representative ethnicities of the student body.  Such information is available from existing Ministry of Education databases.  

5.1.2 Case Studies

During the course of the scoping work completed for this report, a number of sites were identified that appeared to be grappling with the issues inherent in developing an effective service for the young people and families with whom they worked.  The interviews completed with students (where a means of communication existed), parents, teachers and therapists enabled the formulation of a number of hypotheses.  These concerned the issues faced by the participants in attempting to realise an ideal service, the development priorities they established and the philosophical bases on which these services were being developed.  There will obviously be many other settings around the country where service providers and users will be grappling with similar issues.  If it is intended that the research programme provide some impetus for service development towards models of integrated effective practice, the sites described above, and others yet to be identified, should be visited and further research work undertaken.

Central to the development of integrated effective practices is a review of the range of service options available to students and their families.  Consideration must also be given to the social and physical locations of such services.  In New Zealand it is possible for children and young people with physical disabilities to receive educational and therapeutic supports in early childhood settings and schools including self-contained units and schools, mainstream schools, Kura Kaupapa and integrated schools.  In addition, some students are home schooled.  Additionally, there are a wide range of educational and therapeutic services available to students and their families which include the more traditional physiotherapeutic, occupational and speech language therapy services available in most parts of the country along with Conductive Education, Music therapy, Riding for the Disabled and other services.  

In order to capture the range of options available to students and their families a series of in-depth case studies is advocated.  An approach such as this would provide a view of what is happening in schools and the other settings outlined above and provide a range of development models and options that could be adapted to similar settings around the country.  With the collection of detailed data from interview, observation and document analysis, a case study approach would enable researchers to address questions relating to inter and intra-agency and family relationships, between and across therapy and educational provisions and outcomes for students.  Key questions would include an analysis of: 
· What services students are getting (including a mix of education/ACC/health provided services?

· Why students are receiving these services (ie the rationale for provision) and the processes around decisions/choices about service provision

· How the services provided relate to the features and characteristics of integrated effective practice identified in the scoping report

· The cost of services provided to individual students

As has already been noted, there are a range of settings and services available throughout the country that require analysis such as that advocated.  There is also some need to be able to provide information such that users of the final research report can determine the relative efficacy of individual models for their settings and students. However, some settings such as special schools and units contain many more students with physical disabilities than do others.  Additionally, many of these schools have direct access to staff and services that other settings do not and many service providers work in a variety of settings and schools. Some case study sites will be the special schools and units discussed above, others may need to be early intervention services, service co-ordination and brokerage services or inclusive services teams. Therefore, the number of case studies completed must reflect the range of options available, and the students studied at each case study site need to be sufficient in number to enable some commonality of need and provision to emerge. This being the case, and in recognition of the availability of funding and time constraints, a maximum number of 30 case study sites is recommended.  Within each site a minimum number of three randomly selected students should form the basis for study.  To ensure sufficient spread and depth of analysis at case study sites, provision for more than one visit to a number of sites must also be made.  Such provision provides the opportunity to present accounts of services that may be more developed, are geographically isolated, manage staffing problems, or that reflect the cultural diversity of the people using them.  In addition, the opportunity to re-visit some sites creates the opportunity to assess the extent to which service provision at that site has addressed the long-term needs of students and their families.

On the basis of the recommendations for further research contained in this section, it is suggested that the research programme advocated will provide the following: 

· A national picture of resource distribution and use, based on existing data and a sample survey of schools – answering the questions ‘what is being provided, where, to whom, and what does it cost?’

· An understanding of the issues confronting on-the-ground service providers within the context of the identified features and characteristics of integrated effective practice for students with physical disabilities

· A picture of a range of service delivery options that  suit the social, cultural and physical circumstances in which people in this country find themselves, the extent to which these options conform to the notion of integrated effective practice and the steps to achieving such services.  This will contribute to the development of guidelines for service provision for students with physical disabilities in New Zealand

· An estimate of the costs associated with different models/processes of integrated effective practice in the settings in which they have been developed.

 It has been argued that case studies have the potential to positively affect the services offered by therapists, teachers and other professionals involved in the delivery of integrated effective services to children and young people with physical disabilities.  Similarly, families will be able to advocate for improved services on the basis of the explication of integrated effective practices in other settings.  This being the case, the data presented must be credible, trustworthy and such that it can reasonably be interpreted for whatever purposes deemed necessary by readers of the final report.  This places a number of demands on those collecting the data in the first instance.  They must have the confidence of the colleagues with whom they will interact and who will read the findings of the study.  They must also have the professional expertise and experience in the field of physical disability to know what it is they should be looking for, how to interpret what they see and how to present information for the audience for whom this work is intended.   In addition, the involvement of professionals from the range of disciplines involved in the development and delivery of integrated effective practices not only lifts the credibility of the findings of such a study, it provides a model of the practices advocated throughout this report.
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Appendix 1


Expected components of and principles to guide the research programme

Research programme components

“Feedback loops” for stakeholders in the research (during and after the research);

A methodology for the financial analyses required;

A methodology for analysing the common elements of effective practice (possibly a range of case studies to test the identified parameters of effective practice);

Appropriate links with other research projects planned/in progress that may link with the current research programme;

A comprehensive methodology for analysis of current service provision (we expect that patterns of service provision, and unmet need, will be analysed through: literature review models of effective practice; interviews with key professionals; interviews with parents; data base analyses).
Principles to govern the research programme:
Rights of young person and family/whanau are paramount;

Voices of parents and students need to be heard in the research;

The research has a student-centred focus, as opposed to the lens of any one discipline (whether that be education or any of the therapies); 

Clear & transparent processes for research planning with input from all stakeholders;

Interdisciplinary in planning and execution;

Research must be culturally appropriate, and needs to adhere to the Te Puni Kokiri guidelines for research/evaluation;

Utilisation focussed;

Sound theoretical basis;

Robust methodologies; 
Builds on previous research across a range of disciplines (note: this is a particularly important issue, and the research plan will be expected to demonstrate the use of previous research findings, and links with concurrent research);

Involves practitioners as researchers;

Holistic approach to the selection of outcome measures;

User-friendly research that is able to be disseminated in a range of ways (i.e. appropriate for a range of stakeholders);

Takes account of and complements  other research programmes/projects in the area of special education in New Zealand;

Takes account of the needs-based approach to service delivery;

Is based on maximising access to the curriculum for all students

Appendix 2

Information Sources

Title/Organisation
Type of info
Dates

ACC
Protocol for students in the school sector with ACC and special education needs ( includes equipment)

About ACC / What does ACC do?

Supporting your child’s independence – Education-based rehabilitation

Supporting your child’s independence – Transport to school

Lifetime costs of chest physiotherapy babies covered

Physiotherapy treatment profiles
June 2000 to be reviewed during 2001

2000

American Board of Physical Therapy Specialties
Physical Therapy Advanced Clinical Competencies - Pediatrics
1987

Carlson School for Cerebral Palsy
Draft copy of service delivery document for OT services
September 2000

CCS
Choices (Needs assessment and service co-ordination services- Otago)

Who are we?

Information service

Disability services

Public policy

Aims of CCs                  )

Early learning services)  Otago docs

Recreation                     )

Awareness education   )
Information obtained February 2001

DPA
Who are we/ vision/ philosophy/role

Policy book
Obtained February 2001

Education Queensland

Low Incidence Unit
Variety of information sheets from web site
Updated 2000-2001

Healthcare Otago
Service specification child development team.
July 2000 to July 2001

Health and Disability Commissioner 
Basic background info as yet




Hillary Commission
Kiwiable leaflets
August 1990

IHC
About Us

IHC services

IHC advocacy

Choosing a school

Your child’s rights

You and the school

Philosophy and Policy document
Info obtained February 2001

December 1996

Milwaukee Public Schools
The role of occupational therapy and physical therapy within the Milwaukee public schools
No date

Ministry of Education
Ongoing and reviewable resourcing   

       schemes (Guidelines and application

        form for school students). 

Interim school high health fund        

       guidelines.

Document of accountability between the Minister of education and Specialist Education Services 

Managing the special education grant

The IEP guidelines. Planning for students with special educational needs

SE2000 – variety of information sheets 

The New Zealand Curriculum Framework

Assessment policy to practice

All curriculum documents

Revised national education guidelines

Better relationships for better learning (“BOT guidelines… engaging with Maori parents…”)

Ko e Ako ‘a e Kakai Pasifika report

“Picking up the pieces” Cathy Wylie

SE2000 conference

Special Education in the Early Childhood Education Sector – A literature Review
December 2000

January 2001

July 2000 to June 2001

March 1998

July 1998

1993

1994

various

1999

2000

1998

2000

Feb 1999

Oct 1998

Ministry of Health 

National Health Committee

(NHC)

New Zealand Guidelines Group

Minister for Disability Issues

National Advisory Committee on Core Health and Disability Support Services and ACC
Operational protocol on occupational therapy and physiotherapy for school students with disabilities

Operational protocol on assistive equipment and environmental support services for school students with disabilities

Disability in New Zealand: Overview of the 1996/97 survey

Health needs assessment for New Zealand. Includes a section on purchasing priorities in child health in Tayside (UK). Consideration is given to recommendations for children with special needs. Has an extensive reference list and bibliography.

Established by NHC to train health and disability professionals and consumers in the development and implementation of evidence-based best practice guidelines (no info on disability)

New Zealand Disability Strategy

 Making a world of difference (draft and final document)

Health professional’ competency assurance bill – discussion paper

Habilitation and Rehabilitation in New Zealand
November 1999 to be reviewed during 2001

November 1999 also to be reviewed in 2001

1998

December 2000

November 2000

September 2000

April 2001

September 2000

November 1995

New Zealand Children and Young Persons Service
Breaking the Cycle. Interagency Protocols for Child Abuse Management
1996

New Zealand Council for Educational Research
Matauranga Motuhaka 

Caught between stories; Special Education in New Zealand

Copies of SET
2001

1999



New Zealand Government
Further announcement about special education (SES)


New Zealand Physiotherapy Board
Registration requirements, competencies and learning objectives


1999

Oregon Dept of Education
The role of physical therapy and occupational therapy in the school setting
1987

Privacy Commissioner
Health information privacy code 
1994

SES (Tai Tokerau)
Service delivery quality assessment    

      document (Physiotherapy and occupational 

      therapy)

Example of individual programme book
November 2000



UK, National Association of Paediatric Occupational Therapists
Guidelines for Good Practice
Sept 2000

UK, Association of Paediatric Chartered Physiotherapists
Paediatric Physiotherapy

Guidelines for Good Practice
1990

United Nations
Convention on the Rights of the Child
1989

Vermont State, Department of Special Education 
Expenditures, Equity and Outcomes
January 1997

Victoria, Department of Education
Program support group guidelines for students with disabilities and impairments
1996

Washington State Physical Therapy Association
Guidelines for physical therapy practice in educational environments of Washington State
1987

Western Australia, Cerebral Palsy Association
Best Practice in School Age Intervention
1997

Databases used
Keywords used
Web sites

AMED
Arthritis
www.ses.org.nz

CINAHL
Best practice
www.acc.co.nz
information@acc.co.nz

CURRENT CONTENTS
Bobath
www.ccs.org.nz
info@no.ccs.org.nz

DIGITAL DISSERTATIONS
Cerebral palsy
www.ihc.org.nz
webmaster@ihc.org.nz

EMBASE
Child health
www.dpa.org.nz

ERIC
Clinical audit
www.moh.govt.nz

EXPANDED ACADEMIC
Collaboration
www.know.govt.nz

INDEX NZ
Conductive education
www.hfa.govt.nz

MEDLINE
Contractures
www.hrc.govt.nz

PEDro
Deformity 
www.nhc.govt.nz

PROQUEST
Developmental delay
www.massey.ac.nz/~rchweb/welcome.htm

PSYCH INFO
Disabilities
www.nzgg.org.nz

WEB OF SCIENCE
Doman Delacato
www.nzhis.govt.nz


Early childhood
www.hdc.prg.nz
hdc@hdc.org.nz


Early intervention
www.hrc.co.nz


Effective practice
www.hillarysport.org.nz


Evidence based
www.occ.org.nz
children@occ.org.nz


Functional outcomes
www.enable.co.nz
enable@enable.co.nz
research@enable.co.nz


Interagency
www.who.int/icidh/


Inclusive
www.pedsedu.com/compten.htm


Integrated therapy
http://automailer.com/tws


Interdisciplinary
http://education.qld.gov.au/tal/liu/search.htm


Maori
www.mda.org.nz
director@mda.org.nz


Motor learning
www.mdausa.org


Muscular dystrophy
www.wfnals.org/articles


Occupational therapy
www.arthritis.org.nz


Outcomes
www.rheumatology.org.nz


Pacific Islander
www.nzcer.org.nz


Paediatrics
www.york.ac.uk/inst/crd


Passive stretches



Pediatrics



Physical disability 



Physical therapy



Physiotherapy



Service delivery 



Special education



Special schools



Spina bifida



Stretch



Stretches



Teamwork



Transdisciplinary










* The key words have been used in a variety of combinations either to expand or restrict searches

Appendix 3

Methodology

Summary Section

Interview schedules were developed for use with key informants who were individuals with physical disabilities, family members and advocates and professionals from a range of disciplines who have experience in the provision of services to students with physical disabilities.  

Each potential interview participant was approached for their agreement to be interviewed.  Subsequent to the provision of information sheets and consent forms which had been approved by the Ethics Committee at the University of Otago, each potential interview participant agreed to participate.

Interviews were semi-structured and took from 30 minutes to 1 1/2 hours.  A small number of the interviews were completed as group interviews of work colleagues or friends.  Each interview was concerned with identifying the characteristics of what participants described as physical disability, integrated effective practice and with identifying the outcome measures considered valid.

A number of procedures were used to ensure the validity of the results achieved in the interviews.  Each interview was analysed according to the three components of the interviews already identified.  Sub-themes emerged during analysis and formed the basis of the reporting of results.

A3.1 Development of the Interview Schedules.

The interview schedules designed for this project were required to inform a number of issues.  Firstly, the identification of the characteristics considered typical amongst children and young people with physical disabilities.  Secondly they were to support the development of a definition of what constituted effective or best practice in the provision of services for those children and young people.  Thirdly, the identification of key outcome measures were required, and finally, some information on the current provision of services was also required (Ministry of Education, 2000).

A3.2 Identification of Key Informants for Interview

Up to 60 key informant interviews were to be conducted. These interviews were to be spread between current and past students, their parents and advocates. Also included in the interview phase were teachers, therapists and other individuals working with children and young people who have physical disabilities, but who may not work in education per se.  Subsequent to discussion with the Research sub-group of the Ministry of Education’s Reference Group on service provision for students with physical disabilities a number of potential key informants around New Zealand were identified.  These suggestions were considered by the research team and subsequent to ensuring a relatively even spread of individuals across professional, advocacy and geographic areas, potential key informants were contacted directly for their agreement to participate.  See appendix four for a breakdown and location of key informants.

In a number of instances, a potential local co-ordinator was approached for their support in identifying students, parents and therapists within their service areas who could assist in the interview process.  As an example, it was important to ensure a rural voice in the project.  In this case, the head of a child development service identified parents, therapists and teachers who had experience in providing or receiving therapy services.  Similarly, an inclusive education team leader identified potential students and parents who could offer a perspective to our research.

Each potential key informant discussed the research project with a member of the research team or with their local co-ordinator who had been briefed by a member of the research team as to the purposes of the interview.  Subsequent to this approach, all potential interview participants received the information sheet and consent form (appendix 5) that had been developed for this project and which had been reviewed and approved by the Ethics Committee at the University of Otago.  Potential interview participants were then given a further opportunity to withdraw their consent for interview. Nobody who had been approached chose this option.

A3.3 Training for Interviewers

Subsequent to the development of the interview guides, the research team met on one occasion to complete one pilot interview with a work colleague using the guides developed. This pilot interview was completed in the presence of the other researchers who took notes concerning any deviations from the protocol, differences between interviewers, and difficulties with the interview itself. After this interview, the research team and the work colleague interviewed discussed any concerns that had arisen from the session, potential variations in interview style between members of the research team, and any concerns that might arise for interview participants. This discussion also covered the variations in style and questioning that may have been necessary for the range of people to be interviewed.

A3.4 Completion of the interviews.

In most instances interviews were conducted individually. In a number of other cases however, group interviews occurred. In these instances all members of a group were work colleagues or, in the case of one group of parents, friends. In the cases in which the group option was selected as preferred, interview participants had either requested such an option on the basis of pressure of work, difficulties in meeting individually, or for mutual support.

The semi-structured interviews (Maykut & Morehouse, 1994) all took place at a location and at a time that suited the interview participants.  Prior to the interview taking place, the purpose of the interview and an outline of the questions  (Appendix 6) to be asked were discussed again and each interview participant was offered a copy of their interview transcript for their records and verification. Participants were also offered a copy of the executive summary or final report. A number of participants chose one or all of these options. Each interview which took from 30 minutes to one and a half hours (in the case of a number of the group interviews) was tape recorded and later transcribed. Transcripts were then either printed and sent or emailed to respective participants for their comments and corrections.  

Interview schedules were used to pose similar questions (allowing for variations in wording) to each interview participant (see appendix 6). Participants were asked to describe the characteristics of students with physical disabilities and their involvement and experience in either providing or receiving services for children and young people with physical disabilities. They were then asked to describe the key components of what they understood the term “effective, integrated practice” to mean. In the case of children and young people, this section was presented in a considerably more concrete fashion than was the case for other interview participants.  In this instance, students were asked about their preferences for the delivery of services, the involvement of their family and those other components of best practice identified in the literature. The final section of the interview was concerned with the participants describing those aspects of service provision that they would choose, or prefer to have should that opportunity be available to them.

 Interview participants were not questioned in any particular order. In many cases, the posing of specific questions led naturally to other issues, or to those issues to be raised at some point in the interview.  In these instances the researchers followed the direction of the interview participants, referring back to the interview schedule as necessary to ensure that questions had been addressed.  At appropriate times during the interviews, the researchers also sought clarification and in numbers of instances paraphrased interview responses by way of ensuring understanding of the points raised.  At these times, and subsequent to the agreement in interpretation of the participant, the researcher moved the interview to address remaining issues.  

As is to be expected when interviewing people with a wide range of background and experience, there were occasions when the people being interviewed were not clear about one of the questions being asked. These difficulties appeared to arise for one of two reasons: firstly, that the question involved an area of the operation or delivery of a service about which the person being interviewed was unfamiliar, or secondly, that the language used in the question was not familiar to the person being interviewed. On inquiry, the interviewer would ascertain which of the two problems had occurred. In the case of the first option they would move on the next question and in the second could reframe the question using simpler language.

At the completion of each interview, the interviewer thanked the participant and explained the procedure for the returning of transcripts and the rights that the person interviewed had in respect of alteration and modification of their transcripts.

A3.5 Validity of the Data and Procedures

In qualitative research, data is collected from a range of people with a range of backgrounds and experiences. In this instance, information has been collected from students, parents, advocates and a range of professionals involved in the provision of services to children and young people both within and external to, education. This being the case, researchers may gather different data depending on the circumstances of people’s lives, their personal experiences and on the range of conditions under which interview data may be collected.  While it is important to ensure that these options exist with a qualitative research approach, the potential for differences in the findings of interviews requires that the validity of those findings be addressed.  

Validity can be defined as:

The degree that a method investigates what it intended to investigate, to the extent to which our observations indeed reflect the phenomena or variables of interest to us (Kvale, 1996 p.240).

As discussed, and in the context of the present study, individuals with a wide range of experiences have been interviewed.  It could be argued therefore that the approaches used in accessing data and in its interpretation are valid to the extent that they reflect, tap into, and illustrate the various understandings, experiences and wishes of the various stakeholders involved in this project.  

Eisner (1991) has described validity as the process of making judgements about the soundness of a proposition or finding. He makes the point however, that there is nothing certain in the judgements that we make but that they are based on the evidence available to support them. To this end he describes three approaches to determining the validity of information as structural corroboration, consensual validation and referential adequacy (Eisner, 1991).

Structural corroboration is achieved in the ways in which multiple types of data are related to each other, and support or contradict the interpretation and evaluation of a particular finding. Structural corroboration has been described as being similar to triangulation (Stainback & Stainback, 1989) in which:

...we seek a confluence of evidence that breeds credibility; that allows us to feel confident about our observations, interpretations and conclusions (Eisner, 1991 p.110).

The aim of structural corroboration is to identify recurrent behaviours, actions or themes from a range of data that has been collected in different ways. The features of a particular situation which emerge from those different data collection strategies are then combined and interpreted in ways that are credible. Kvale (1996) addresses the issue of credibility from the perspective of validity as quality of craftsmanship. He describes validation as checking, as looking for representativeness, researcher effects and triangulating. He also notes the value of trying to replicate a finding and in getting feedback from informants.

In the present study the three researchers collected data from nearly 60 interviews, compiled a discussion from the research literature and completed a stocktake of the information held on the provision of services to people with physical disabilities in New Zealand and from key sites in other countries. In essence, this study combines research comment, actual provision and the lived experiences of individuals with physical disabilities and their various support people from around the country. In addition, feedback was sought from those involved in the study regarding the interviews they completed and the results and discussion have been informed by all of the data amassed during the study.

The second method of achieving validity defined by Eisner (1991) is the use of consensual validation or weighing the evidence (Kvale, 1996). He defines this as agreement between competent others that the descriptions, interpretations and the evaluations made in a particular study are the right ones. He makes the point that although consensual validation can be achieved as a result of structural corroboration, 

it is also secured as a result of more than one researcher participating in a study. Kvale (1996) defines this strategy as communicative validity, in which:

Valid knowledge claims are established in a discourse through which the results of a study come to be viewed as sufficiently trustworthy for other investigators to rely upon in their work  (Kvale, 1996 p.245).

This is substantially similar to the investigator triangulation discussed by Stainback and Stainback, (1989). Investigator triangulation, (or communicative validity or consensual validation) can be achieved by involving the participants in a particular study, the general public or the scientific community possessing methodological and theoretical knowledge in the specific area. In this study, three researchers gathered the data both from text sources and from interviews. The researchers,  have met together regularly to discuss the progress of the project and the results. The research team have also met with the reference group regularly to discuss findings and regular and on-going discussion has taken place between the research team and the Ministry of Education.

Eisner's (1991) final technique for establishing the validity of a study is its referential adequacy:

…work is referentially adequate when readers are able to see what they would have missed without the critic's observations (p114).

Kvale (1996) describes the process as pragmatic validity. He makes the point however, that it is possible to discern two types of pragmatic validation, firstly, whether a knowledge statement is accompanied by action, or whether it instigates action. This study was concerned with providing some insight into the provision of services for children and young people with physical disabilities. The extent to which this study provides concrete direction for further research could be argued to provide evidence that pragmatic validation or referential adequacy could also be said to have been achieved.

A3.6 Interview Analysis

In respect of the analysis of the interviews, the key research points from the Ministry of Education’s (2000) Request for Proposal were used to provide the initial categories for analysis. Sub-categories of response were developed from this grouping and propositional statements generated as themes emerged from the overall data (Maykut & Morehouse, 1994). Quotations from the raw data are included with each propositional statement. In order to protect the identity of participants, pseudonyms were used where appropriate and any other comments that could lead to identification were modified.

Appendix 4

Key informants

Position
Where
Total

Student
Auckland

Wellington

Dunedin

Christchurch
2

2

1

1

Parent
Auckland

Hamilton

Christchurch, 

Wellington

Otago (rural & urban)
3 (1 also BoT)

3 (also advocates)

1

2 

8 (2 also advocates)

Advocates/Parent
Christchurch
1

Physiotherapist
Auckland

Wellington

Dunedin

Central Otago
1

2

1

1

Occupational Therapist
Auckland

Wellington

Otago
1

3

2 (1 team leader)

Psychologist
Wellington
2 (1 IS Team Leader)

Speech Language Therapist
Wellington
1

Teacher
Auckland

Wellington

Christchurch

Hamilton

Central Otago
1

2

2 (1 conductor)

1

1

Early Intervention
Auckland

Bay of Plenty

Christchurch
6 

1 

1

Board of Trustees and Management committee
Christchurch
2

NZEI
Wellington
1

ACC
Christchurch
1

Needs Assessor
Dunedin
1

Other
Auckland
1 

Total

59

Appendix 5
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Information Sheets and Consent Forms

February 2001

Scoping Project for Effective Service provision for Students with Physical Disabilities

INFORMATION  SHEET  FOR  

PARTICIPANTS or PARENTS / CAREGIVERS 

Thank you for showing an interest in this project.  Please read this information sheet carefully before deciding whether or not to participate.  If you decide to participate we thank you.  If you decide not to take part there will be no disadvantage to you of any kind and we thank you for considering our request.  

What is the Aim of the Project?
This project is the beginning part of a larger study that the University of Otago School of Education is undertaking for the Ministry of Education.

There are a number of aims for this part of the project.  The first is to identify the people who should have access at school or at home, to therapy services such as physiotherapy or occupational therapy.  A further aim is to find out what therapy services are available to people now and to identify what people think they need.  Finally, we want to find ways to measure how good services are.

What Type of Participants are being sought?
We would like to interview a range of  people who have knowledge of the therapy services that people are currently getting during the compulsory school years (from six to sixteen years of age).

We would be interested in talking to the children and young people who have, or have had, therapy during their school years.  We would like to speak with parents and with members of organisations such as DPA, CCS and Parent to Parent who advocate for better services for children and young people with physical disabilities.  

We would also like to interview physiotherapists, occupational therapists and any other professional providing therapy services to children and young people between six and sixteen years of age and to school principals and to teachers  who have children and young people in their schools and classrooms who currently get therapy services.

What will Participants be asked to do?

Should you agree to take part in this project, you will be asked to answer a number of questions about the therapy services you are having or have had.  If you provide a service or have experience of services being provided in your school, you will be asked how you feel about those services.   

You will also be asked about the people who you think should have access to therapy services and about the ways these services should be provided.

The interview you participate in will take no more than one hour and in many cases, will be shorter than that. 

We do not think that you should experience any harm or discomfort from participating in these interviews.  However, we realise that talking about your experience of physical disability and therapy services could be upsetting.  If you are concerned about this but you would like to participate, please feel free to bring a friend or support person to the interview or accompany your child to the interview.  

We will be happy to stop the interview at any time if that is what you would like.  You do not have to answer any questions you do not want to, and you can withdraw from the interview at any time without any disadvantage to you.
Can Participants Change their Mind and Withdraw from the Project?
You may withdraw from participation in the project at any time and without any disadvantage to yourself of any kind.

What Data or Information will be Collected and What Use will be Made of it?
We will ask you about your experiences of having, or of providing, or of participating in, therapy services to children and young people with physical disabilities.  We will also ask you your views on how useful these therapy services were or are and what you think might be a better way  of delivering therapy services.

The exact questions we ask you have not been reviewed by the Ethics Committee of the University of Otago as they will be developed by the researchers and the Ministry of Education’s reference group on physical disability once a review of the material from other countries has been completed.  However, the general types of questions we will ask are set out above, and you are reminded that you can stop the interview at any time.

The interviews will be used to write a report for the Ministry of Education about services for children and young people with physical disabilities in New Zealand, but it will not be possible to link anything in the report with what you might choose to say.  A number of other publications and conference papers will be written as well.  But, all participants will be anonymous so will not be possible to link any information back to you.

If you agree, we would like to tape record the interview.  After the interview a written transcript will be prepared.  At this time, all of the information that could identify you will be removed from the transcript.  We will return this transcript to you and you will have the right to change anything, or to clarify what you meant.  

At the end of the project, the tapes will be destroyed.  All of the other data will be kept in a secure place at the University of Otago.  We will need to keep the transcripts (without identifying information) for five years.  They will then be destroyed.

If you would like, we would be happy to send you a copy of the final report to the Ministry of Education.

What if Participants have any Questions?
If you have any questions about our project, either now or in the future, please feel free to contact:-

Dr Trevor McDonald, School of Education; University of Otago, ph 03 479 8824

This project has been reviewed and approved by the Ethics Committee

of the University of Otago
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Scoping Project for Effective Service Delivery for Children and Young people with Physical Disabilities

CONSENT  FORM  FOR  

PARTICIPANTS and PARENTS / CAREGIVERS 

I have read the Information Sheet concerning this project and understand what it is about.  All my questions have been answered to my satisfaction.  I understand that I am free to request further information at any stage.

I know that:-

·  My participation or my child’s participation is entirely voluntary.

2.    I am free to withdraw from the project at any time without any disadvantage;

3.
The audio tape data will be destroyed at the conclusion of the project but any raw data on which the results of the project depend will be retained in secure storage for five years, after which it will be destroyed;

4.     I am aware that I can suspend or stop the interview at any time if I wish and that the interviewer will take all steps to ensure that I, or my child, do not become upset;

5.     Should I wish, I can be present at the time my child is interviewed;

6.
I acknowledge that there is no remuneration or compensation for my own, or my child’s participation;

7.
The results of the project may be published but my anonymity will be preserved.

I agree to take part in this project.

.............................................................................



...............................

      (Signature of Participant)







(Date)

This project has been reviewed and approved by the Ethics Committee

of the University of Otago


Scoping Project for Effective Service Delivery for Children and Young People with Physical Disabilities

CONSENT  FORM  FOR  

CHILDREN AND YOUNG PEOPLE 

Immediately prior to the interview, the interviewer will explain the purpose of the interview and what will happen during the interview to each child for whom parental consent has been obtained.  The interviewer will either read the following, or ask the child to read it to them, or to themselves, whichever is preferred.

The Interviewer will say, or will give the child the following to read:

“I would like to talk with you about the Physiotherapy/Occupational Therapy/Other Therapy that you have during school, or after school or at home.  Your ideas about the Physiotherapy/Occupational Therapy/Other Therapy are important to us because we want to learn about the ways that we can make this Physiotherapy/Occupational Therapy/Other Therapy  better for you.

I would like to tape record our talk so that I can go back to it later and use it in writing my report.  When we have finished the talk we will write out everything you have said and then someone you choose can go over it with you.  You can change any of the things you said if you want to, and send it back to me.

If you do not want to talk about any of the questions I ask you, you don’t have to.  Or, you can turn the tape off by pushing this switch, or by asking me to turn it off .  If you want to stop talking with me, that is fine too.

If you are happy to talk with me while the tape is going, I will get you to write your name on this piece of paper after we have read it together.”

I agree to talk with you while the tape is going.

.............................................................................



...............................


      (Name of Student)






(Date)

This project has been reviewed and approved by the Ethics Committee

of the University of Otago

Appendix 6

Interview Guides

Professional/Advocates/Support Group Interviews

Physical Disability and Current Provision:

What does the term physical disability mean to you?

Can you describe the characteristics of the children and young people you are involved with?

May need to check about the incidence of children and young people with other disabilities also

How many children and young people do you regularly have contact with in the course of your work?

What is the age range of these children and young people?

Where do you do the bulk of your work?

What do you know about the On-going Resourcing Scheme and the Moderate Contract for Students with physical disabilities?

What are the services that you know about that are available to children and young people under ORS and the Moderate contract?

Do you see children and young people who are receiving services provided through these initiatives?

Do you know of any other services available for children and young people with physical disabilities?

Are there children who you would describe as in need of some support but who do not have any currently?

Can you describe the characteristics of some of these children? 

Do you think that some of these children and young people would be eligible for some services but that they or their parents opt not to have them currently?

Why do you think that this happens?

Integrated Effective Practice:

In your work as an advocate or professional can you describe an incidence or incidences when you think you were really effective?

What springs to mind when thinking about the term “integrated service delivery”?

How could this influence assessment and goal setting?

What does the term “effective” or “best practice” mean to you?

What does the term “functional skills” mean to you?

Can you give me some examples of functional skills?

In an ideal world how would you see teaching, therapy and support (TA) services being provided for children and young people with physical and multiple disabilities within their natural (educational, home, play, recreational) environments?

May need to ask about assessment, goal setting, planning and intervention.

To what extent would your ideal model prescribe where and how these services should take place?

What is the role of families in your model?

What would be needed in order to implement your model from a macro to a micro level?

Could include reference to money, staffing, professional development and supervision, role definition and clarity, conditions of employment, management support, teaming, goal writing, family involvement 

Do you know of any instances of this happening now?

What inhibits people from working in this way?

Measuring Success:

In your ideal integrated model, how would success be measured?

Parent Interview

For Parents:

How old is your child?

How would you describe your child’s needs?

What level of resourcing does your child receive under the On-going Resourcing Scheme or Moderate contract?

In the last year, what services has your child had?

Talk about which people, how often and for what (could include for equipment etc) and will involve out of school recreational activities, health or medical follow-ups, ACC contacts, WINZ etc.

Are there any services that you know that your child is eligible for but you are not getting?  Do you know why this has happened?

Are there any services that you know that your child is eligible for but you have chosen not to access?  

Why?

What has been the best aspects of the services your child has received?  What has been the worst aspects?

Cover health, community and school

Where has your child been educated (early childhood, primary…)?

Integrated Effective Practice:

For some parents it may not be appropriate to ask direct questions about integrated effective practice or functional skills etc.  An alternative would be to discuss with parents what they think a good package of services might look like.

What springs to mind when thinking about the term “integrated service delivery”?

How could this influence your role in assessment and goal setting?

What does the term “effective” or “best practice” mean to you?

What does the term “functional skills” mean to you?

Can you give me some examples of the functional skills that you would see as important for your child to develop?

In your ideal world how would you see teaching, therapy and support (TA) services being provided for your child?

May need to ask about assessment, goal setting, planning and intervention.

Where would you like to see services provided within your ideal model?

Push in, pull out, consultation etc.

What would these services look like?

In what ways would you like to be involved?

What would be needed in order to implement your model?

Could include reference to money, staffing, professional development and supervision, role definition and clarity, conditions of employment, management support, teaming, goal writing, 

Have you had of any experience of working with professionals in ways similar to your ideal?

What do you think makes it difficult for people to work in this way?

Measuring Success:

How would you know that your ideal model was working for your child?

Student/ex Student Interview Guide

Yourself:

How old are you?

If still at school, what year level are you at?  If you have finished school, how many years ago did you leave?

What is/was school like?  

Were there things you wanted to do at school that you couldn’t?

What stopped you doing those things?

What are/were the best things about school?  

What is/were the worst things about school?  

Who are the people who have helped you in and out of school?

What did they do to help you?

Do you think that you needed this help?

Where did this happen?

Community, in-class, out of class etc.

What did you like about the things that ___________________ (individuals cited) did to help you?

What didn’t you like about the things that ___________________ (individuals cited) did to help you?

Do/Did you ever get to tell _____________ (identified support people) what you would like to do or learn about?   

Did they ever ask you?

Looking back, were there things that could have been done better? (Try to access dreams about the ideal world)

More, less, different, location, frequency, in and out of school, clubs etc

What are those things?

Physical Disability:

What does the term physical disability mean to you?

Do you know others with physical disabilities?

Can you tell me about them?

Individual characteristics of students and ex students will determine whether or not questioning/discussion continues as outlined below.

Integrated Effective Practice: 

In an ideal world how would you like to get the help you think you need?

Could include how the decisions are made and how and where help provided.  

Should your Mum and Dad and brothers and sisters be part of the process?

How would you know if things were going well?

Appendix 7

models of Team assessment, planning and service delivery

Team Assessment Tools

School Function Assessment

Recently published, the School Function Assessment (SFA) provides a measure of the student's performance in functional tasks that "support his or her participation in the academic and social aspects of an elementary school programme (grades K-6)" (Coster, Deeny, Haltiwanger, & Haley, 1998, p2).  The SFA is unique in that it focuses on the child's ability to perform "important functional activities that support or enable participation in the academic and related social aspects of an educational program" (Coster et al, 1998, p 2). The SFA is described as a standardised functional evaluation used to assist with the identification, prioritisation, and documentation of the child's current level of abilities.

 The authors summarise the key features of the SFA as being designed to reflect the focus of current legislation in the US regarding full participation of students with disabilities in the same types of activities and environments as their able bodied peers.  The SFA supports a top-down, problem solving approach to student assessment advocated by educational specialists such as Giangreco (1997), Dunn (2000) and Rainforth (1997)  The items are said to be applicable to students with a wide variety of special needs, the data collected is based on the judgement of those who work with the child regularly in the school.  The assessment items are written in common language, allowing for input from a range of individuals with varying professional backgrounds that work with the child on a day to day basis, thus facilitating a team approach to the assessment process. Finally the criterion-referenced scales do provide evidence of meaningful functional change, with the ratings being focused on what the child is able to do, rather than their 'distance from the norm' (Coster et al, 1998).

Given the need for the SFA to be completed collaboratively, it is difficult to give clear indications of the amount of time required to complete the assessment.  However the authors do suggest that new users may take a minimum of 1.5 - 2 hours to complete the assessment.  Another drawback to this assessment is that it was originally designed for use in integrated settings with ratings based on comparisons to same age/grade regular education peers.  It can be used in special programmes however this makes the rating more difficult to complete.

The assessment consists of three parts - participation, task supports and activity performance.  Part 1: Participation - is used to assess the student's level of participation in the classroom, transportation, transitions, mealtime/snacktime, bathroom/toileting, and playground/recess (Primeau & Fergusson, 1999).  Students are rated according on a six-point scale from extremely limited participation through to full participation.   

Part 11: Task supports - provides information on the extent to which student performance is supported by adult assistance or by adaptations to the environment. Tasks are divided into two groups - physical tasks and cognitive/behavioural tasks. Examples of physical tasks include travel, recreational movement or using materials. Cognitive/behavioural tasks include functional communication, memory and understanding or positive interaction.  

Part 111: Activity Performance  - used to assess the student’s ability to initiate and complete specific functional activities in 21 separate scales using the same global task areas used in Part 11.  For example the area of travel rates the child on their ability to move on flat surfaces, across the classroom, and how well they are able to keep up an appropriate pace with their peers. In using materials the child is rated on their ability to complete such tasks as opening and closing books, manipulating toys or securing paper with a paper clip.

Given that this is a recently developed assessment tool, little independent research is available to support its use in New Zealand practice.  One published article reported on the use of the SFA to predict levels of participation (ie full and limited) of children with differing physical and cognitive/behavioural types of impairments (Mancini, Coster, Trombly & Heeren, 2000).  The only other publication on the use of the SFA is a Masters thesis by Bakalar, Coster and Jacobs (1999) which reported on the need for correct interpretation of the operational definitions to ensure accurate assessment.  

PEDI 

The PEDI (1992) is a criterion referenced, normed functional assessment (Ziviani & Wright, 1995) developed by a multi-disciplinary team including occupational and physiotherapists for use with children with neurological impairment, aged 6 months to 7 years 6 months.  The PEDI provides valuable information on a child's ability to function in their environment.  Originally designed for children with physical disabilities , it has also been used with a broad range of childhood disabilities including children with head injuries (Coster, Haley & Baryza, 1994), mild neurological disorders, and at-risk and abused children (Ziviani & Wright, 1995).

The PEDI can be administered by direct observation of a child's performance or through structured interview with the child's caregiver, although the authors recommend a combination of health professional observation, and parent interview.  The assessment can take between 25 and 60 minutes depending on the method of administration and the familiarity of the assessor with the interview items (Ziviani & Wright, 1995).

Consisting of 197 interview points measuring functional items and 20 measuring complex functional activities, the PEDI provides an overview of the child's ability to manage self-cares, in addition to their mobility skills and social functioning.  The assessment also provides information on the amount of caregiver/family/whanau assistance required to enable the child to sustain the functional skills that have been acquired. It takes into account the extent to which caregiver assistance and environmental modification is required to enable the child to perform specific tasks. (Ziviani & Wright, 1995).

Abilities Index

Decribing childhood disability in ways that are not based on deficits or etiology is necessary in order to more easily determine children’s eligibility for services. Most existing assessment systems either do not identify variability sufficiently clearly or place too much significance on relatively minor features. Functional abilities when considered in relation to environmental demands rely on the observer as the source of information. This may be a parent, teacher or therapist. The ABILITIES Index is an assessment tool designed to be used by those working with a child. It was developed to identify functional characteristics  such as vision, hearing, muscle tone, and overall health rather than specific skills . Its inter-tester reliability has been examined and the results indicate that despite a wide range of backgrounds raters generally agreed as to the descriptors of the child. It is suggested that this tool may provide information that would form the basis of programme planning. It is not intended to be a measure of change over time (Bailey, Simeonssen, Buysse, & Smith, 1993).

Team Planning Tools

COACH

COACH (Giangreco, Cloninger, & Iverson, 1998)leads to the identification of IEP goals and the strategies for implementing goals and for developing activities that augment the curriculum in general classroom settings. It uses the knowledge and experiences of the family and other team members.  As such it stresses the involvement of parents in the decision making process and argues that they:

· Know their child better than anyone else

· Have the greatest vested interest in seeing their child learn

· Are likely to be the only involved adults throughout a child’s school career

· They have information that no one else does

· They have the ability to positively influence the quality of educational services in their community (Giangreco, 1986a)
This model sees therapists primarily as consultants to teachers, aides and parents.  Direct services are provided within this model also but are characterized by flexibility in approach and in sharing expertise.

The model is integrated in that educational and therapeutic techniques are employed to co-operatively assess, plan, implement, evaluate and report on goals.  The basic assumptions of this model include:

· Assessment should be conducted in the natural environments frequented by the learner

· Programmes should be jointly devised by therapists, educators and parents

· Intervention should focus on teaching clusters of behaviours which constitute functional activities

· Therapy should be interwoven within the activities of the day in natural ways

· Skills and activities should be taught within the context of the settings in which they occur.

Vista

VISTA (Giangreco, 1990) is complimentary to COACH has been designed for use as a team-planning tool to facilitate the process of decision making in regards to the therapy services that are needed to support the programmes of any one student. It takes into consideration the relevance, necessity, frequency and mode of any particular intervention modality and describes four steps in the planning process; developing a team and familiarisation with VISTA, preparation for the meeting, the VISTA meeting and follow-up to the meeting.

Reviews of Coach and Vista include the following findings:

· The necessity to develop communication and trust between team members

· The need to include parents in all planning decisions

· Preparation of participants as per the guidelines, especially knowledge of individuals backgrounds

· The use of trained facilitators who are not team members

· The efficacy of the model in supporting transitions from one setting to another (Giangreco, Whiteford, Whiteford, & Doyle, 1998)
· The potential  the use of a core team for the planning processes and then feed back to a larger group of therapy providers as and when necessary (Giangreco, Edelman, Nelson, Young, & Kiefer-O'Donnell, 1999)
MAPS

MAPS is a planning process that assists teams to develop integrated plans designed to meet individual needs. It is based on a meeting that includes the student, family, peers and members of the educational team. The structure of the meeting is defined by the use of seven key questions designed to utilise a creative problem solving approach to meeting the individual's needs. The contributions of all participants are valued. The process assists in the development of a collaborative model of teaming that focuses on the integration of students with disabilities into inclusive classrooms and communities (Vandercook & York, 1989)
Audit/reviews

TELER

The TELER system provides a way of evaluating the effectiveness of treatment. It is designed to be used as a continuous process through the use of careful note taking (Le Roux, 1993). The TELER system is presented as a tool that provides information from the wide range of variables that may influence outcomes. The information that is gathered includes a variety of indicators used to measure/describe change. In addition links are made between outcomes and the intervention received. The information that is gathered can be presented in a number of ways in order to evaluate practice (Mawson, 1993).
Resource Allocation and Service Delivery

Education Queensland

Sets out specific procedures for PTs and OTs working in Queensland schools and defines the parameters for involvement in respect of the student’s ability to meet educational outcomes and for therapy to enhance educational performance.  Eligibility criteria are also discussed as are steps for requesting services in respect of:

· movement in the school environment

· access to learning and participation in the school programme

· caring for self at school

· behaviour and social skills at school (The State of Queensland, 1998)
The State of Utah

The State of Utah has developed several programmes that support the development of integrated services in rural communities.  Programmes comprise the following:

· An advisory group of educators (schools and tertiary), parents, and advocates with  responsibility for review of personnel issues. 

· A Learning Resource Centre which provides in-service programmes and technical support in response to identified need.

· A mentor programme in which two teachers, from each district  each year, are trained in effective practice that they are expected to share with teachers at a local level.

· Availablity of staff to support schools as they develop inclusive programmes. 

· Distance teaching programmes.

· Annual summer school/conference.

· University/school collaboration to develop and deliver programmes.

· Practical advice in the form of courses and training designed to develop skills within rural communities and the encouragement of networking through new technologies (Sebastian & McDonnell, 1995).

The State of Oregon

In the wake of the implementation of the Oregon Health Plan, agencies providing medical services to children with special health needs identified the need to develop a model of physical therapy and occupational therapy service delivery that was fiscally responsible yet continued to meet the unique needs of this group of children.  A state-wide consultation process was initiated that examined existing services, in particular the nature of health and education based support. Three levels of consultation occurred allowing a wide range of stakeholders to be involved. The document that was developed provides guidelines that enable practitioners to make decisions about resource allocation within a model of best practice. While taking into account educational based services these guidelines were not designed to be implemented in these settings (Coolman, Foran, & Lee, 1998).

� The focus being the compulsory school sector, while recognising transitions before and after schooling, and that outcomes for children in the compulsory sector may be in part due to events that occur prior to school.





