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1. Introduction
This project seeks to understand the current capacity of the West Australian disability service sector to adequately support people with a disability whose behaviour, at times, is identified as challenging. It is part of a broader initiative, the ‘Positive Behaviour Framework’, and aims to inform the development of future strategy to improve the capacity of the disability sector to provide services to people whose behaviour can be seen as challenging.

This project is concerned with the current state of play in the disability service system. It is interested in the capacity of the service system to respond to the needs of people with a disability whose behaviour can be challenging particularly in providing quality, responsive individualised services for these people. Disability services, for the purpose of this project, refer to Disability Services Commission funded and provided services in Western Australia. This could include accommodation, social participation, respite services, therapy services and/or intensive family support. 

It is important to be clear about what we mean by challenging behaviour. However, in terms of this scoping project, defining the behaviour matters less than understanding the ability of services to provide effective support to the people who have the behaviour. When provided with adequate resources, such as professional advice, health and mental health services, the disability service system should be able to adequately provide support to any individual with a disability. 

Implicit in the rationale for this project, is an assumption that the disability service system (and other systems such as health, justice, education and child protection) has problems in providing support to some people whose behaviour can be challenging. This assumption is supported by information gathered during consultations. In some cases:

· people can be refused continuation of services (such as accommodation and alternative to employment service) because the service is not adequately prepared, resourced or structured to provide support to the person during times of intensive and frequent behaviour;

· individuals and families may be refused access to family support services such as respite, due to a persons behaviour;

· people are in service arrangements that are restrictive environments and not conducive to good outcomes; and

· medication may be over relied on as a means to control behaviour rather than other strategies to improve a person’s situation.

This is an interim report, which includes the analysis of data collected to date. The data is organised into themes. The project team has met with a variety of stakeholders to gather information included in this interim report. The final report will include a comprehensive list of project respondents.

People are invited to comment on the findings to date and contribute any new information to the final report by emailing monique.williamson@nds.org.au by 20th November 2009.

2. Project Methodology
The project methodology included:
1. Defining Evaluation Criteria
The first stage of the project was to define the elements and practices that give services capacity to support people with challenging behaviour. The notion of ‘disability service sector capacity’ is underpinned by a set of beliefs about what constitutes best practice in supporting people who are seen as having challenging behaviour. These elements were arranged into a set of criteria against which data and information collected can be evaluated. 
2. Data Collection
Information was gathered, including a summary of current practice, comment on gaps against the evaluation criteria and examples of stories where services have worked (or not worked) well for people with challenging behaviour. 
Data collection methods included:

· A general call for submissions/comment circulated widely.  
· Several focus groups and interviews with key stakeholders. Key stakeholders included:
i. People able to comment on overarching sector wide trends.
ii. Disability Services – Executives and managers, staff working with people with challenging behaviour, training coordinator services and individual committees. 
iii. Families and People with Disabilities – Focus group, interviews and invitation for comment. 
· Sytematic Review of Past Program Initiatives–Specific strategies tried to date, outcomes achieved.
3. Analysing Data for Key Themes 
The data collected was analysed to identify key trends and common themes. These themes have been collated and validated through project key respondents.
4. Stakeholder Review

A final draft to be circulated to stakeholders for comment and refinement.

5. Development of Recommendations
Through consultation/writing workshop with key respondents recommendations to be developed. The recommendations are to focus on capacity building strategies to respond to the identified themes.
3. Key Findings
There is a need for multi layered and comprehensive strategies to improve our current capacity to effectively support people with disabilities particularly those with intensive and frequent periods of difficult behaviours.  As one respondent suggested ‘there is no silver bullet, solutions require an ongoing commitment to get things right and keep things right, for each individual’. For these individuals, support services need to be particularly proactive, responsive, consistent and individually tailored. People need to be known and understood on a deep level to find out what purpose a particular behaviour serves. Similarly strategies to improve the person’s situation need to be creative, focussing on both short term strategies and long term approaches to improve the person’s life. 
The information included in this document will form the Key Findings of the final report.
3.1 Impact on Individuals
People with a disability, that sometimes (or often) have behaviour that is considered challenging, are significantly impacted on when our disability service system is unable to establish effective responses to their support needs. Some people end up with particularly poor outcomes that further impinge on their quality of life. Misunderstood, not understood, labelled, physically and/or emotionally harmed and marginalised are words raised, when considering the experience of some individuals. 

In some cases, project respondents spoke of a focus on containing the behaviour rather than trying to understand the reason for the behaviour or a deeper understanding of the person. Refreshingly, the project team heard many success stories, where individuals after years of significant turmoil, including being shuffled between prison, mental health facilities and disability services, were able to get support services structured in a way that worked for them and therefore stabilised their life. Similarly while many disability services struggle to get services right for some of these individuals, there were a few service providers who were still willing to work around the real and perceived challenges, and to stick by people even when situations become difficult and resource intensive. 
While this project is about understanding the disability services sector’s capacity to support people who may have challenging behaviour, (with a focus on both systemic and service issues), the essence of this report is about people. Any gaps in the disability service system have a cost to individuals, many of whom may already be extremely vulnerable. Throughout the consultation, the project team were reminded that people are much more than their disability or their behaviour. Services, and particularly support staff, that focus on the strengths of the person and genuinely see their potential were seen as more likely to achieve better outcomes.
Project informant’s suggested strategies that could improve outcomes for individuals include:

· Relationships - The importance of intentionally building a natural support network for people who are seen as challenging. ‘People with good freely given relationships stick around when formal services cannot cope and offer support to family members in a way which formal services can’t.’

· Communication - There are many examples where behaviour can be traced back to a means of communication. In many cases improving communication for a person who has limited functional communication can improve what is seen as challenging behaviour. Accessing good professional support such as speech pathology can be costly for families who are left to pay for this out of their own resources. 
· Health and Wellbeing - It is important that medical ailments are ruled out. The reason a person may be exhibiting a seemingly challenging behaviour may be linked to an unrecognised medical condition such as an earache, tooth ache or urinary tract infection. There are acknowledged short falls in the current generic health system including General Practitioners’ inexperience with people with a disability, as well as limited time for thorough consultations or a lack of an individual’s or support staff’s ability to communicate symptoms
. Ongoing strategies to ensure a person’s general health and wellbeing are optimised will be an important strategy to improve and minimise incidents of challenging behaviour. 
3.2 Issues for Families

3.2.1 Lack of Family Support Services

It became apparent throughout the consultations that there are some families who are unable to get family support services, particularly a break from the caring role through services such as respite. Existing disability services within their current infrastructure, in some cases, feel unprepared and are unable to provide a service because of the person’s behaviour. For some families this was compounded by children being regularly sent home and/or suspended from school. Due to the limited scope of this project we were unable to determine the extent of this situation, however anecdotal evidence suggests that this is the reality for more than just one or two isolated cases. These issues tended to involve young adolescents with Autism, who also had frequent periods of intensive behaviours. 

The reasons why disability services, particularly respite services, are unable to provide support services to some individuals with challenging behaviour are varied. They include poor structures including:

· the lack of competent support staff to meet the individualised service strategies required by the person/family, 
· risks to staff and other people who use the service, 
· limited access to, or guidance from, professional staff or professional behaviour services, and 
· general inexperience in designing specific services during periods when the person’s behaviour is problematic or at its worst. 

It does not tend to matter to families why services refuse support services or call early for them to retrieve their child, as this is less important than the rejection and frustration the family and the child may experience. One family member stated that whilst they don’t blame the services for not being able to provide a service to their family member who was challenging, they did feel abandoned by them This can have a subsequent effect on the extended family, where sibling relationships may break down due to the main carer being unable to ‘have a break’ and nurture other family relationships. The Disability Services Commission is considered to be the ‘provider of last resort’ for accommodation, however it appears that no such service provider exists for family support services such as respite.

In cases where respite is block funded, some respondents suggested that it fails to account for the extra resources that may be required to support people who are seen to have challenging behaviour. For example, respite services are expected to meet a level of output hours for money received. The extra resources and infrastructure required to provide effective support services to families and children, where the child to have periods of challenging behaviour is not funded through the current block funding methodology.

Would output hours that acknowledge the additional resources required by services, (when respite is provided to people seen as having challenging behaviour), lead to an incentive for service providers to develop skills in this area? 
One respondent suggests the development of expert support staff with the capacity to work with families at short notice in times of crisis, similar to the crisis care service that exists through Perth Home Care Services.
‘The Crisis Care Support Service offers short-term emergency support for the main carers of people who are frail aged or have a disability in the event of:

· Critical Illness; 

· Carer's Stress; 

· Any other urgent incident. 

This service is specifically for those incidents that occur without warning and result in the main carer being unable to continue to care for their family member. 

Crisis carers can provide support in the home for up to three consecutive days. Often, less than 24 hours support is required, and sometimes morning and evening services over a few days are able to meet the clients needs.’ Source: http://www.phcs.org.au/page/Services 

Families and other stakeholders suggested that there may be better models of support services than out of home respite, for some people with challenging behaviour, as it does not work for some individuals who can return home particularly distressed by the change in routine and environment.
Access to professional staff for respite services – There may be a strong case for funding professional services for some respite services, particularly larger services willing to work with children/adolescents at times where challenging behaviour is an issue. One provider is currently investing in the skills of a psychologist who is available to support staff and on call if significant crises arise. This was seen by this provider as a critical component of making their services work for people that other services may have refused. The willingness of this service to work with children and adolescents when other services could or would not was acknowledged by many throughout consultations. However, it is an ongoing issue, internally, finding resources to maintain such positions even though they are seen as fundamental to services’ capacity. 
3.2.2 Respect for Families
The role of families and carers, as one of the primary stakeholder in many situations, needs to be acknowledged and validated. Where families require support, information and guidance to understand and improve their child’s quality of life and behaviour, this should be provided in a way that respects their wisdom and promotes the independence and power of families to own such support, information and guidance. Families need to be supported in a way that sees them as the solution not the problem. 
Strategies that build family confidence, resilience and tolerance should be a primary focus. The diversity of parenting styles and family functioning, as well as the cultural family context, should be acknowledged and respected. While there may be isolated cases where a child is at risk because parenting or family function is of significant concern, most families and parents are likely to be the best judge of what support they require. 

Where the person is no longer living with the family and/or is an adult, in most cases the family is still likely to be an important stakeholder. They will require ongoing information and may want to be able to influence service design and the health and wellbeing of their family member. One respondent suggested more work needs to be done to ensure the Carers Recognition Act 2004 is fully promoted and honoured in service models and practices.
3.2.3 Out of Family Care
There were issues raised in the consultation process regarding children who have periods of intense challenging behaviour where families believe the risks to other family members, particularly other young children are too great. This can result in families no longer being prepared to have the child in the family home. These decisions can be devastating for families and complicated by a system that is not sympathetic to such cases. It was suggested that the current Disability Services Commission policy position is not sufficiently responsive to children who for a variety of reasons cannot remain in the family home. 
The Disability Services Commission has developed an emergency accommodation program for young people. This stops children being co-located with adults if they require emergency accommodation. More preventative work need to occur such as pilot family support services to avoid a reliance on emergency care. 
Some project respondents suggested a need for more collaborative family and person centred practice from both Department of Child Protection and Disability Services Commission, in some cases. 
DSC Local Area Coordinators play a critical role in supporting families and people with a disability. It was suggested by some respondents that LAC’s, in general, should have better access to information on contemporary strategies and services to support families who have a child whose behaviour can be challenging. One family member spoke of her frustration in wanting real help, yet she was told that all she got offered was a cup of coffee – not ‘real’ support.
3.3 Complexity related to Multiple issues and/or Diagnosis
3.3.1 Lack of Timely and Effective Psychiatric Services

It is important to note that many people whose behaviour can be challenging do not require psychiatric services
. Challenging behaviour may be a result of a number of factors, one of which may be an underlying mental health condition. Where this is the case, there are a number of acknowledged shortfalls in the mental health system including:
· Lack of expertise in diagnosing and managing dual diagnosis such as developmental disability and mental health problems
.

· Lack of evidence on preventative strategies in people with intellectual disability
;

· Inadequate screening and early detection and monitoring of mental health status in people with intellectual disability2;

· Lack of an evidence base on use of medication used to treat mental illness in people with intellectual disability2.

These shortfalls are resulting in particularly poor outcomes for many people with disabilities who seek psychiatric services. 

3.3.1.1 Lack of Specialised Psychiatric Professionals
There is a problem for many people who may benefit from (or desperately require) effective psychiatric services in accessing these services in a timely manner.  There appears to be both problems with a shortage of psychiatric professionals who have expertise in supporting people with an existing developmental disability or acquired brain injury, and in some cases the costs associated with this support. In more complex cases, such as where a person has no or limited English language the outcomes of the public mental health system can be particularly poor. 
Problems with getting timely psychiatric services were raised relatively consistently throughout the consultation period by a number of stakeholders. This issue is significantly compounded in regional and particularly remote areas.

It was reported that one disability service provider in WA holds a clinic with a consulting Psychiatrist one and a half days a week. While this strategy supports the development of expertise and improves access, they reported that one and a half days is insufficient to meet demand. 

During the consultations, an example was given of a multi disciplinary approach to supporting people with disabilities who also have mental health problems that were employed in another state in Australia. One element of this approach that was regarded as successful was the inclusion of specialised psychiatric nurses with high-quality skills in developmental disability and mental illness and pharmacology. These nurses can be an important part of a multi-disciplinary team for some individuals. 
It was reported that the Disability Services Commission Accommodation Support Directorate was appointing a psychiatric nurse to improve the outcomes for people requiring psychiatric support in this service. This type of strategy may be of benefit more broadly.
3.3.1.2 Over Reliance on Medication

Some people clearly require medication to stabilise or improve a psychiatric or neurological condition. However, medication should be a part of a comprehensive strategy to improve a person’s quality of life rather than the primary instrument to control behaviour. This scoping project did not undertake an analysis of medication usage by individuals, yet concerns were expressed throughout the consultation project on the primary use of medication as a means to control behaviour. This in part is a reflection of the lack of a systematic evidence base and the expertise to guide general practitioners and other professionals in this area. Recent research regarding the use of psychotropic medication to decrease aggressive or challenging behaviour in people with intellectual disabilities recommends limiting these medicines to severe or emergency situations
. 

Where medication is prescribed, interviewees gave examples of the reactions to some prescriptions or the problematic interaction of medication for some individuals. Some examples were described of people suspected of being on the wrong mix of medications; however safe environments to reduce and cease medication, whereby the person’s wellbeing could be adequately monitored by health professionals, are not easily accessible. For one service provider the solution was a public hospital with the disability service provider providing around the clock care. 
Where strong medication is prescribed on a PRN (as needed) basis some respondents suggested that support staff can rely on this, in some cases, without looking at other strategies to prevent behaviour and improve the person’s situation. 

It was suggested that organisations have practices in place to ensure people with a disability are adequately supported to provide full information to ensure General Practitioners, Psychiatrists and Neurologists are fully informed and have reliable information on which decisions for medication are made. In accommodation services this could include senior staff or supervisors always attending appointments or using information recording strategies to improve consistency. There were concerns raised with the lack of communication between the GP and other specialists such as psychiatrist, in some cases. 
3.3.1.3 Psychiatric Emergency Situations

The consultation revealed several examples of acute situations, such as high levels of distress and/or violence against self, property or others, where disability services and support staff felt unprepared and under supported in community based services. In these cases police, ambulance and/or the Psychiatric Emergency Team (PET) are called to assist support staff.
It is worth noting that a preventative or early intervention approach, whereby designing and resourcing services that are supplemented by effective and timely psychiatric support for each individuals, should be provided to avoid major critical incidence for these individuals.

There was a view that removing people from their home and providing treatment in secure psychiatric facilities is not working. People tended to regress when put back into their home environment. Yet respondents suggest no other solutions exist when people are in particular crisis. The experience of many respondents is that generic mental health services rarely have experience working with people who have a dual condition such as developmental disability and mental illness. 

How can we strengthen the generic mental health service system to better respond to the needs of people with dual diagnosis? What is the place of specialist psychiatric professionals in the disability service sector?
There is a view amongst some prominent researchers in the area that mainstream mental health services do not meet the needs of people with intellectual disabilities. They suggest improved specialist clinical services and more clinical training opportunities are required
.
Other stakeholders suggested more flexible use of funding to allow specialist services to be purchased through, for example, accommodation funding, in some circumstances.
3.3.2 Justice System
People with a disability, whose behaviour can result in a criminal offence, such as assault and/or sexual offences etc, provide particular challenges for our service system. Developing services that support people to stay out of the prison system or transition people already incarcerated out of the prison system requires thoughtful approaches tailored to each individual’s circumstances. Issues such as housing and employment as well as recruiting competent support staff can limit successful outcomes. 

Where people do commit offences, the consultation process included stories where local police worked well with disability services, mostly due to the relationship built by individuals in the local station. On the other hand, stories also told of very difficult situations where police were at a loss to know how to approach or respond to the person with a disability.

One respondent provided insight into the prison system for people with an intellectual disability. While prisons provide confinement they also provide rigid routines and consistency and people can become reliant on this structure. It is critical that this is acknowledged and compensated for when planning release programs for these individuals to reduce recidivism. 

The recent review of the Disability Services Act 2003 included the issue of custodial powers for the DSC 
.

‘It should be noted that the Ministerial Review of the Disability Services Act Report (June 1998) cautioned strongly against the Commission taking on custodial duties and suggested the Act may need to be modified to safeguard against such an eventuality…
There is also a danger of such a power leading to a loss of rights and due process for people with a disability, as it may become convenient for all police and judicial systems to divert all manner of cases to the Commission.

Follow-up submissions to the Interim Report have been largely supportive of the status quo; however submissions from the WA Police, Department of Corrective Services and the Office of the Public Advocate supported further consideration of the provision of custodial powers. It was noted that this issue had only been canvassed in the Discussion Paper as a result of it being a matter considered in another jurisdictions’ legislative reviews. There has been no advocacy from people with disabilities, carers or disability advocacy agencies for such powers.

This is, however, a complex matter that has been the subject of much consideration over recent years. It is not appropriate given the time-frame of this review and the terms of reference and composition of this Steering Committee to further this discussion within this report. The Commission enjoys a good working relationship with the WA Police, Department of Corrective Services and the Office of the Public Advocate and shares many opportunities for cooperative policy and program development. These include the current drafting of the new Criminal Law (Mentally Impaired Accused) Bill 2008.
3.3.3   Drug and Alcohol Services

In cases where a person has a disability and drug and alcohol problems or addiction, service providers report challenges accessing support with these issues. 
It can be challenging for disability services that may only provide short periods of support to individuals during the week, to influence addictive behaviours.
3.4 Disability Service Infrastructure

Many services acknowledge their limitations in regard to getting services right for people with challenging behaviour. These services are at least willing to admit that, in their current infrastructure, designing and implementing an effective support strategy for some people is not possible. Some are working to extend their capacity and trial new pilot initiatives to build their capability and improve services. 

On the other hand, there are some services that have a focus on providing support to people with challenging behaviour. They are willing to work with the people that other services refuse, and have approached service design with a ‘can do and will do’ attitude. These services need to be invested in, supported and their knowledge shared to ensure we have a sound system to respond to the needs of people whose behaviour can be challenging.
There is a rich diversity in services across the West Australian service system, with each service having its own culture and style of service provision. This diversity allows for more choice for people with a disability and families when selecting services. Each service has its own approach to recruiting and managing staff and designing services. A consistent approach across the sector, to practices such as recruitment, training, service design and policy is neither seen as productive nor necessary. Despite this, some general guiding principles, agreed best practice and policy frameworks such as the Behaviour Support Policy and Practice Manual produced by the New South Wales Department of Ageing, Disability and Homecare
 developed with the sector, could be of benefit.
Project respondents described the factors below as impacting on services’ capacity to support people who are seen to have challenging behaviour.

3.4.1 Support Staff

Getting, focussing and backing up good disability support workers was seen as central to effective services particularly for people with intensive and frequent episodes of challenging behaviour. Selecting the right people, particularly people who are resilient, have positive values and an optimistic attitude was critical. Training of support staff is seen as important, as is orientating them to the positive aspects of the person, as well as strategies to prevent and work through the difficult behaviour. Where support staff are working in particularly challenging situations, access to frequent and timely supervision and guidance by professional staff may be required. This could include 24/7 on call advice, particularly where staff are working in isolation.

In some cases services gave examples of high staff turn over rates and a refusal by staff, permanent and casual, to work in some situations with people whose behaviour can be of particularly high intensity. Other service providers spoke about targeted staff selection and support strategies to lower levels of staff turnover. This included being upfront, yet positive, about the skills and attitude required.

In one case a support worker spoke of being placed in a situation in an accommodation arrangement with a person with a disability she did not know well. The person was new to the service and placed with limited information and in significant distress. The support worker was injured and called the police to resolve an incident. This support worker spoke of the need for better preparation, transition and support for workers in these community based situations.

In another case a support worker spoke about being placed in a situation in an individual support arrangement with a person with a disability she also did not know well.  In this situation the support worker recalls watching the person with the disability sign over and over again using Makaton.  The support staff had no knowledge of sign language and while they frantically tried to check the person’s profile information they were injured and in significant distress.  This was the first shift ever for this support worker in the disability field. 
The values, attitude and skill of direct support workers are seen as critical to successful services. However challenges remain in attracting and retaining people in this area. One informant suggested that there ‘needs to be an increase in the number of people trained and confident in working with people with challenging behaviour in their own homes as there seem to be lots of ‘chiefs’ in the area of challenging behaviour but not many Indians’.
There was an example given of staff being paid a higher salary as a recognition and incentive to work in situations with people who are seen as challenging. There were conflicting views about whether this was an effective strategy. The financial recognition was deemed to reflect the extra skills and training required of these staff to provide a holistic service to the individual.

Other strategies described to retain and back up staff included: 

· Providing access to on call staff;

· Having shorter working shifts;

· Counselling for staff;

· Having genuine empathy for how staff are finding things;

· Providing clear routines;

· Regular meetings; and 

· Rewards such as special lunches etc.
Staff Stability -Intentional Strategy

In recent years, as the mining boom attracted workers from all across WA, there have been significant staff shortages in the disability sector. It was reported that this period had an adverse impact on some services for people seen as having challenging behaviour. In some cases agency and relief staff refused to work in some situations, high staff turnover increased episodes of challenging behaviour etc. etc. Some service providers reported using deliberate strategies to encourage, those they saw as good staff to work with people who were most sensitive to staff turnover. They also used strategies to ensure that where new staff were required, the introduction of these staff had as minimal impact as possible.

Another service provider is establishing an internal team of staff who have experience supporting people who are seen as challenging. This approach is also being used with the Disability Services Commission with new Level 3 positions.
3.4.2   Supervision, Support and Management of Staff

Many project respondents identified more investment in practices that can improve the supervision, support and management of direct care staff. A first line management structure is required to guide, educate and mentor support staff and to identify creative solutions to experiences staff find challenging. They are also in a position to guide consistency, structure and culture of support staff teams.
3.4.3 Service Culture

Service ‘culture’ refers to the tone, values and beliefs that influence the way services are provided to people within service environments. Schein (2004)
 describes culture as:

‘a pattern of shared basic assumptions that a group learns as it solves its problems of external adaption and internal integration, that has worked well enough to be considered valid and, therefore, to be taught to new members as the correct way to perceive, think and feel in relation to those problems. 

The culture of disability services, and particularly individual service sites, impact on the outcomes achieved for people with a disability. The tone of the service staff team and their beliefs about people with a disability who are seen as challenging, influence the behaviour and resilience of staff. During the consultation many respondents provided insight into the pride and positive expectations about getting services right for individuals who can be very challenging. The decision of whether a service maintains support for people through difficult periods will be influenced by service culture. 

One respondent spoke about focusing on the positive aspects and qualities of people who can have challenging behaviour and to build a culture of respect.

3.4.4 Service Environments

People’s behaviour will be influenced by their environment.  As such, creating an environment that suits the person is important. Designing an environment for the individual will often require a comprehensive assessment to look at what environment is best for the individual before matching services programs and service locations.  Several service providers expressed challenges in adequately matching the service program to the best environment for that individual during the initial referral stage.

Some service providers expressed challenges in supporting some people safely due to the environment, for example, in vehicles and/or in public places. This then limited the options for supporting this individual particularly for social participation services. Similarly limitation in accessing suitable housing through Department of Housing current guidelines (such as where perspex windows and solid doors might be required) was expressed as a challenge for some service providers. 

Furthermore, for piece of mind, people at certain times may require a familiar and structured environment to support them through a difficult period. Social participation services, in particular, suggest this can be very difficult if they are community based rather than centre based. Some services spoke about moving back to at least having a safe quiet centre based environment when a person is having a particularly difficult time and requires a safe and structured environment.

One respondent suggested further work needs to be done on various aspects of the environment such as lighting and its effect on individuals with disabilities such as Autism.

Another respondent suggested that further works needs to be done on understanding and exploring the interpersonal environments and programmatic environments for the individual.

One service provider reported they are building new housing designed to cater for people who at the moment are not suited to living with other people. It is hoped that this model has a flow through model and allows people to gain skills and move on to other accommodation or community living options.

3.4.5 Creative Individualised Service Design

People, who at times, have challenging behaviour and particularly those with frequent and intense behaviour, require creative individualised
 service responses designed with and for them. While the language of individualisation is common, the skill of individualised service design is usually much richer and more complex than most people comprehend. Genuinely knowing and understanding the person (or including those who do) is a critical component, as is a comprehensive analysis of the person’s broader life and functioning. It is about grappling with the question of ‘why’. 

· Why is the person behaving in this way? 
· What are they communicating?
· What’s not working for the person?  
It is about understanding what the world looks like through the eyes of the person. This aspect of individual service design is difficult enough in itself, yet we are also required to take our understanding of the person and match it with creative service responses likely to improve the person’s quality of life. 

Some respondents suggested further investment in this approach, especially the skills required to understand people and design effective holistic strategies to meet their support needs. 

Thirty people in March 2009 attended the Optimal Individualised Service Design course facilitated by Michael Kendrick. This course was aimed at increasing skills and capacity of people to design individualised service responses. In mid 2009 Queensland Government hosted a similar course and involved 10 people with disabilities who were considered to have some of the most challenging behaviours (and costly services) in that jurisdiction. It is too early to understand the impact of this approach however outcomes should be monitored.

During the consultation there was a view that, in most cases, people whose behaviour could be particularly challenging, did better when services were smaller and tailored. If people required accommodation support it was suggested that it is important for most people that these arrangements are small (living alone or only sharing with one or two people at the most). This, in practice will be influenced by the available resources such as housing, funding and support staff etc. Where people do need to share services then compatibility is an important element to consider.

3.4.6 Industrial Relations 

Services reported being faced with unions and workers compensation claims in some situations, for example where a person has challenging behaviour that involves some level of violence toward others. The safety of support workers and the creation of a safe working environment are both regulatory obligations for service providers, as is a duty of care toward the person/people with a disability who use the service. Service provider respondents suggest balancing these requirements and shaping services in the best interest of all stakeholders can be challenging.

3.4.7 Risk Assessment and Analysis

Central to support services for people with disabilities whose behaviour can be challenging is effective risk identification and management. There was evidence in consultations that some service providers need more opportunity to understand risk assessment and risk reduction strategies. It appeared that there are still high risk situations (such as people who can be violent in isolated environments with ill prepared support staff) that could have risks reduced through better analysis and risk management strategies.

Some respondents suggested there may also be cases were people are too restrictive because they lack skills and experience in risk analysis.

3.4.8 Staff Training

There is a variety of staff training available and used by services. Training is seen as a critical component to preparing and retaining staff. There are associated costs that can be difficult for some services to meet. Training is also seen as important for staff teams whereby a team of staff are supported to work together to ensure consistency and shared understanding of behaviour issues.

Positive behaviour techniques and training were cited as particularly important. Training and skill development that occurred in-situ was seen as important.  It was also suggested that training should include strategies to improve staff communication skills. Some staff have poor general communication skills and can exasperate challenging behaviour.

There are gaps in the type of training that is available. In particular little training is provided that supports better understanding of people who have a dual diagnosis such as developmental disability, mental health problem, drug and alcohol abuse, acquired brain injury and/or autism. 

3.4.9 Routine, Structure and Predictability

Establishing clear routines and consistent practices was seen as particularly important in support services for people who can have challenging behaviour. Several respondents spoke of accommodation services in the 90’s where they thought staff had clear expectations and supported one another to achieve clear routines and consistency and this then resulted in reduced behaviour and a better quality of life for individuals in accommodation services. Regular meetings attended by a psychologist, who also worked alongside support workers to guide them, made a big difference. Support staff where committed to getting things right for the individuals in the service.
The cognitive impact of some developmental disabilities can lead to a reliance on structure. The routine and structure needs to be governed by the person with a disability. One service provider spoke about the significant outcomes that have been achieved through establishing support services in a way that maximises consistency. For example by having staff live in over several days to reduce disruptions of a daily rotating roster.
Comprehensive training which teaches the staff to look at all areas of the person’s life, skills, communication, history etc is seen as critical.  This training allows the person the ability to describe and understand all possible relating elements and how these can impact the person and suggested ways to best support the individual.

3.4.10 Service Funding Allocation Tools

The Estimate of Requirement for Staff Support Instrument (ERSSI) is an instrument used by the Disability Services Commission to allocate funding to individuals with a disability. This instrument determines the support needs of individuals. Several service providers interviewed as part of this project suggested that the ERSSI does not adequately identify the support requirements of people whose behaviour is seen as challenging. This can result in service funding that may not adequately match the best service design option.  Similarly respondents described the fluctuating nature of some people’s behaviour which means they may have long periods of stability with services working well and times of instability where increased resources are required.

It is important to note that funding is only a part of the problem. We were given examples during the consultation of people with relatively high levels of funding who still could not receive a service. It is more than an issue of money. It is about investments in the right areas and the infrastructure to tailor services as required. In many cases finding staff willing to work in difficult situations with people at times of crisis, was seen as challenging. 

It is also suggested by some that very high cost service strategies can be ineffective and result in containment and limits to an individuals quality of life. Some respondents called for a funding strategy that better responded to people’s fluctuations in behaviour particularly those who find themselves in crisis situations.

There are additional costs for some services who are working with people who have challenging behaviour. These additional costs can include higher workers compensation, recruitment and training costs, and costs of professional services and on call requirements. 

In the case of Alternative to Employment Services first line supervision is not included in the funding formula through DSC Business Rules. Many service provider respondents suggested there is a strong case for funding effective first line supervision particularly where service users can have challenging behaviour.

One respondent commented on the need for funding to support comprehensive assessments whilst the person is selecting which service they would like to use.  This assessment would provide a clear understanding on the meaning of that person’s behaviour and suggested proactive and reactive strategies to support the person.  The detailed information would give service providers the opportunity to best match the service they are seeking.  It is often the case that people are refused continuation of services while they attempt to work out what the person is communicating through their behaviour and how to best support the person.  Ideally we need to place an emphasis on getting services right for the individual from the beginning and the only way we can do that is to understand the person before matching service programs.

3.4.11 Access to Professional Staff 

Professional staff, such as speech pathologists, occupational therapists or psychologists, can provide an important part of some disability services. There are challenges in recruiting and retaining good professionals with experience in disability as well as their discipline. Salary disparity across both government and private sector when compared to not for profit organisations is reported, by some, as a significant issue. 

In terms of psychologists, attracting people with experience and expertise in working with people with a disability remains tough. In some cases having professional staff internal to an organisation was seen as a cost effective way to provide timely and responsive support.

Disability Professional Staff, in all disciplines, need more opportunities for further education in the area of Positive Behaviour Support.

3.5 Ceasing of Services for People

The reason service providers refuse to continue (or even start) to support people who are seen as having challenging behaviour are many and varied. Examples cited in this project include:

· lack of skilled staff; 
· industrial issues;

· workers compensations costs;

· lack of appropriate environment; and

· protection of other people with disabilities in the service. 
No matter what the reason, the impact of refusing or ceasing a service can be very distressing to individuals and families. 

Some service providers suggest that when incomplete information about the person was disclosed prior to accepting the person and designing a service, arrangements failed. One respondent recommended that better investment in analysing the needs of individuals and better matching of individuals to services was required. They suggested that the DSC Options Explorations Team needed to give more consideration in cases where the person may be seen as having particularly frequent and intense challenging behaviour.
One respondent suggested intense resourcing may be required to establish people whose behaviour can be challenging in certain service types. This would include resources to ensure effective service design, effective staff training and additional support throughout the settling in period.
3.6 Multidisciplinary Professional Behaviour Teams

Multi disciplinary professional behaviour support teams, such as the Disability Services Commission’s Behaviour Support and Therapy team play an important role in supporting services to develop effective responses to people with a disability who can have challenging behaviour. It was suggested throughout the consultation that these services need to be:

· Timely

· Provided in a way that empowers family, carers and support workers

· Thorough and available as long as is required

· Responsive and therefore available 24/7 when required.

Some respondents suggested that some of the current DSC professional behaviour support teams have long waiting lists and are not timely. They also suggest that a focus on recording of information is frustrating to support staff that may have been waiting for more practical advice and may have already undertaken a process of recording data.

There was a view from some respondents that reliance on professional support can be distracting and counter productive and in some cases distract from achieving real issues for the person. This view was countered by respondents who suggested the service was valuable.
One psychologist had a view that both families and/or staff need to be empowered to find and own solutions and the role of professionals is to support this and build confidence in stakeholders by guiding them rather than prescribing behaviour support plans. One respondent suggested there was an over reliance on behaviour support plans and sometimes these plans in themselves may cause people to pay attention to the plan rather than ‘listening’ or paying attention to the person. Another respondent validated the use of these plans, as they underpin a consistent approach by staff.

There were differing views about the most effective placement of behaviour support multi-disciplinary teams. Some service providers preferred their own specialised teams and infrastructure rather than intermittent support through DSC.

During the consultation process the project team had the opportunity to meet with Gary Lavigna who is considered an expert in the field of applied behaviour analysis. 

He suggested the critical element of a successful multi-disciplinary team is to broadly understand the person’s whole situation. There is a risk that multidisciplinary teams can undertake assessment of a person’s situation by considering each of their disciplines. He used the analogy of an elephant, each member of the team can get caught up in describing their part of the problem e.g. communication for the speech therapist, lifestyle of the social worker etc. therefore describing and understanding just a piece of the picture. In the case of an elephant, it is like describing the trunk, tail or legs and together you may have all the pieces of an elephant’s body but no one understands how it all fits together. Somewhere in the process a team needs to step back and take an overarching view.
Gary described an approach whereby a team of professionals with training and experience in applied behaviour analysis are able to attend crisis situations and support indidvuals, services staff and/or families to move through the situation.
The Disability Services Commission Positive Behaviour Team, which is working with families, to support them to understand and influence their child’s behaviour appears to be having good outcomes for many families. The approach is not for everyone as its focus is on understanding the family system, the functional context of the behaviour and applied behaviour analysis. It is time limited and requires a process of intensive observation and interview.  The approach is being evaluated, however early signs suggest it is a valuable approach for some families. The strategy could be analysed to consider an expansion in some cases to provide ongoing or intermittent support to families.
3.7 Restrictive Practices

The practices that are accepted to be used to improve or manage incidences of challenging behaviour are underpinned by a set of beliefs about the human rights of individuals. There are practices that are generally prohibited such as violence and punishment. There are other practices that are only recommended in very extreme situations and are known as restrictive practices. These practices such as restraint generally would only be used under extreme and isolated circumstances, for short periods and under strict external supervision and guidance. 

The recent review of the Disability Service Act 1993 raised the limitations of the Act to ‘specifically address the rights of those whose behaviour is described as challenging or extreme
’.  It also acknowledges the Victorian and Queensland Governments have recently introduced strategies to improve the monitoring and use of restrictive practices. During the consultations some respondents suggested that the extent of legislative response such as that is imposed in Queensland was too cumbersome for service provides, however many people suggested better practices and policy is required in this area.

What safeguards are in place to ensure that people who are seen as having challenging behaviour are free from neglect and abuse? How are support staff supervised and supported in this area? 

There was information provided during the consultation process that suggests restrictive practices are still relied on (and overused in some cases). There appears to be a lack of consistent policy and practice in this area. For example in some cases respondents from services reported they did not have policy or practice guidelines in regard to restrictive or prohibited practices. Where there is the use of restrictive practices, it was recommended by one informant that they are regularly reviewed by impartial external persons rather than service providers’ own professionals.

3.8 Education System

During consultations we heard of many incidences where children’s educational outcomes appear to be significantly restricted. This is often as a result of the limited capacity of schools to effectively support children who may have challenging behaviour. Some of the shortfalls in the education system, as perceived by project respondents included inexperience of teachers, school psychologists and other staff in teaching/supporting people with challenging behaviour. 
Some reported children being regularly sent home and/or suspended from school. This was the case in both metropolitan and regional Western Australia. The education department policy is that all children will have access to schooling. In practice, on a school by school basis, this appears not to be the case. Protection of staff and other children, industrial relations and lack of access to effective multidisciplinary teams were cited as reasons for the current situation.
It was suggested that in some cases restrictive practices are over relied on in some educational environments. 
Are schools structured to create the best environment and educational outcomes for some children who sometimes have extreme behaviour? Could more individualised educational/vocational approached by developed for some children? 
3.9 Issues for Regional and Remote Services

People living in regional and remote Western Australia reported having both benefits and challenges associated with living away from the metropolitan area. The benefits included an increased likelihood of relationship based strategies that are able to achieve outcomes across departments such as mental health, justice etc. An increased use of generic services and community based solutions because specialist services are not always available, was reported.

Regional and remote disability services reported challenges in accessing timely and effective behaviour support. There was an acknowledgement that two half days per week that the DSC Behaviour Support and Therapy Team are available via phone consultation can be helpful, however more assistance is required outside these times. Where the team had visited regional centres, the support was seen as effective however ongoing support and local capacity was seen as more important for ongoing situations.

Access to regular education through schooling was reported as extremely difficult for some children whose behaviour is seen as challenging.  Some children were registered at school yet regularly excluded. The infrastructure in schools including school psychologists and teachers are often inexperienced in working with people with a disability who have periods of extreme behaviour.

Some regional areas tend to experience high transient populations therefore need to continually renew and rebuild local skills and expertise in a number of areas. This can be costly.
Access to professional development and training opportunities is limited. 

All of the issues related to shortages of effective psychiatric services are intensified in regional and remote areas. 

Some service providers in regional areas spoke about the lack of experience and infrastructure in supporting people whose behaviour can be challenging and being totally unprepared when faced with designing supports for a person who can have intense and frequent challenging behaviour. 

3.10 Lack of Collaboration and Coordination
In some cases there was a problem with the lack of collaborative and/or coordinated approaches between stakeholders. For example, a consistent approach facilitated at home may not be followed through when the person returns to a service provider. Service providers and families spoke of frustration when certain important information was not shared by other stakeholders including families and other service providers. For example, where a person may be attending medical appointments related to their overall wellbeing or specifically related to behaviour, the information may not be passed on to the service provider. One respondent suggested; ‘oftentimes families and carers are not involved or informed of changes in service provision in an effective or timely manner’.

There were also examples cited of a lack of collaboration and /or case management across government departments and agencies. The WA State Government initiative People with Exceptionally Complex Needs Project (PECN) is an attempt to address this issue however it is in its early stages and involves only a small number of individuals.

There were examples provided of services developing a Memorandum of Understanding with other services and departments, as one way to improve collaboration.
4. What People Said Works
	· Recognition of families and carers

· Establishing predictability and stability in routines, staff and environment.

· Support staff modifying their approach when it is not working.

· Committed staff.

· Acknowledging staff are facing real challenges and providing support.

· Ordinary people – optimistic and resilient.
· Asking ‘what would it take to get support services right?’…’what does a good life look like for this person?’

· Listening to what isn’t said…understanding what is said.
· Identify with the focal person what matters most. This is not an assessment of need. This is a conversation with him/her.
· Most people’s needs are unexciting and ordinary. Swimming with dolphins is great but it is unlikely to address day to day boredom and or friendlessness.  

· Really listen. Empathy

· Accept his/her values. Do not impose service or workers’ standards

· Accept the persons pace

· Individualise. Recognise his/her uniqueness

· Don’t buy into the person’s reputation or label. Recognise the person. Behaviour is just that. Everyone has the capacity to change

· Build team around the skills, attitudes and personality required to assist the person to move towards their goals and aspirations. No trust = no chance
· Help family and other stakeholders (that focal person wants involved) to understand the support services values and methodology. They have an important role. They need to know what matters most
· Build service around person’s interests and motivators

· Maximise disposable income. Maximise personal ownership 

· Flexible Action Planning

· Set routines can be helpful. This is not the same as an inflexible approach

· Providing opportunities is one thing, insisting people take them is another

· Agree support limitations e.g. I cannot support you to commit an illegal act. 

· Be open and don’t impose your low expectations. If the focal person wants to learn to drive, for example, support him to be assessed by a driving instructor. He’s the expert on a person’s driving potential.

· Duty of care does not justify wholesale risk aversion.
· Risk – Over professionalising an ordinary life
· Inclusion – listen to the Focal Person. We are going to share in his/her journey.

· Remove barriers to success.

· Don’t get caught up in the ‘in your best interests’ agenda e.g. most people may prefer to be slimmer but few want to eat a strictly healthy diet. People know that.
· Multi Agency approach may be required. Multi agency power struggle isn’t.
· Successful outcomes are measured on the happiness scale. 
· Understand the person – and how their disability impacts on them i.e. a genuine understanding of autism specifically assists families/service providers to understand the person and their ‘view’ of the world Flexible approaches to support

· Getting the model of support ‘right’ for the person in the first instance



5. Conclusion

This interim report has provided analysis of data collected through consultations, interviews and written survey responses. The aim of the interim report is to allow stakeholders to validate their contribution or to invite contribution to those who have not had the opportunity to date.

The information gathered through comment on this interim report will inform the final report to be completed by late November 09. Thank you to all those who have generously contributed their time and views to date.
Please forward any comment to Monique.Williamson@nds.org.au.
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